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Executive  Summary 


EXECUTIVE  SUMMARY 


T TNTRODTTCTTON 

The  National  Commission  on  Acquired  Immune  Deficiency  Syndrome's  Working 
Group  on  Social/Human  Issues  has  attempted  to  address  and  take  action  on  a variety  of 
issues  which  concern  both  people  living  with,  or  at  risk  of,  HIV  disease,  and  those  who 
provide  care  and  services  to  these  individuals,  on  the  most  basic  human  and  social  levels. 
These  issues  concern  the  nation's  capacity  to  provide  care  and  services  and  its  ability  to 
recognize  the  needs  and  maintain  the  dignity  of  individuals  with  HIV  disease  when  we 
provide  these  services. 

The  recent  advancements  in  the  treatment  of  HIV  disease  are  extremely  heartening, 
but  also  give  rise  to  a number  of  questions,  such  as:  What  services  are  needed?  How  will 
we  meet  the  challenges  of  providing  these  services?  And,  how  will  we  pay  for  the  provision 
of  these  services?  The  Working  Group  has  explored  these  questions  carefully  and  has 
adopted  a series  of  recommendations  based  on  their  hearings,  site  visits  and  meetings  with 
experts  in  a variety  of  fields,  including  individuals  living  with  HIV  disease. 

II.  SERVICES  NEEDED 

When  examining  the  issue  of  needed  services  one  must  remember  that  medical  care, 
though  an  essential  component  of  care,  is  not  enough.  The  range  of  necessary  services 
and  care  is  reflected  in  the  list  of  early  interventions  which  are  necessary  for  that 
intervention  to  be  meaningful  and  which  can  be  employed  throughout  the  entire  continuum 
of  care.  While  zidovudine  (AZT)  and  other  drugs  are  certainly  essential,  people  with  HIV 
disease  need  counseling  and  HIV  antibody  testing  which  is  accessible  and  responsive  to 
the  needs  of  those  at  risk;  education  and  counseling,  to  help  foster  and  maintain  risk 
reducing  behavioral  change;  medical  care  provided  by  health  care  workers  experienced  in 
the  treatment  of  HIV  disease;  psychological  care,  including  mental  health  counseling  and 
spiritual  support  when  desired;  meaningful  treatment  for  substance  use;  and  housing, 
income  maintenance  and  other  social  services.  Many  of  these  interventions  are  also 
essential  for  those  at  risk  of  HIV  infection. 

The  first  of  this  list,  counseling  and  testing,  requires  three  caveats:  first,  that  an 
effective  response  from  testing  presupposes  pre-and  post-test  counseling,  second,  that  if 
we  test  we  must  be  ready  to  provide  care  for  those  who  are  seropositive,  and  third,  that 
no  amount  of  new,  successful  early  intervention  drugs  can  justify  uninformed  or  mandatory 
testing. 

For  education,  it  is  essential  to  remember  that  the  job  of  educating  individuals  is  not 
over  and  that  this  education  must  be  sustained  and  linguistically  and  culturally  appropriate 
if  it  is  to  result  in  long-term  behavior  change. 
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Medical  care  for  people  with  HIV  disease  should  begin  with  a comprehensive  history 
and  physical  to  determine  the  stage  of  the  illness  and  be  appropriate  to  each  successive 
stage  of  the  disease.  This  appropriate  care  centers  around  providing  care  in  the  least 
restrictive  setting  possible  to  give  people  with  HIV  disease  the  most  freedom  possible. 
This  is  made  more  possible  today  because  of  new  ambulatory  care  technologies  which 
enable  persons  with  AIDS  to  avoid  in-patient  hospitaliza’^^ons  during  much  of  the  course 
of  their  illness.  Care  could  be  further  coordinated  and  facilitated  by  a greater  reliance  on 
case  management  specific  to  the  needs  of  individuals  with  HIV  disease,  as  it  has  been 
successful  in  helping  others  with  long  term  health  problems  cope  with  the  complex  health 
and  social  services  systems.  It  is  essential  to  remember  when  discussing  all  care  issues 
that  women,  adolescents,  children,  persons  with  hemophilia,  substance  users,  racial  and 
ethnic  minorities,  the  poor,  and  other  communities  have  specific  needs  which  will  require 
specific  action. 

For  example,  the  poor  have  historically  had  a more  difficult  time  obtaining  health  care 
and  are  disproportionately  affected  by  HIV  disease.  Adequate  income  support  which  is 
disbursed  efficiently  is  absolutely  necessary.  In  the  form  of  subsidy  programs,  income 
support  can  also  prevent  middle  class  individuals  from  "spending  down"  into  poverty  in 
order  to  qualify  for  federal  health  care  entitlement. 

The  high  cost  of  health  care  for  individuals  with  HIV  disease  is  also  contributing  to 
the  huge  numbers  of  people  living  with  HIV  disease  who  are  homeless,  or  at  risk  of 
becoming  homeless.  Housing  for  people  with  AIDS  must  reflect  the  needs  which  arise 
due  to  deteriorating  health.  For  individuals  with  asymptomatic  or  mildly  symptomatic 
HIV  disease,  homelessness  may  also  mean  loss  of  work  and  result  in  greater  costs  to  society 
and  to  their  independence.  Funds  available  under  the  AIDS  Housing  Opportunities  Act 
(which  provides  housing  assistance  specifically  for  persons  with  AIDS)  should  be  fully 
appropriated. 

Beyond  these  social  services,  a continuum  of  care  should  reflect  the  continuum  of  HIV 
disease  itself.  The  episodic  nature  of  HIV  disease  requires  simple,  practical  help  in 
day-to-day  chores  and  errands  in  the  beginning  and  middle  stages  of  the  disease  and  home 
or  facility  hospice  care  for  individuals  at  the  end-stage  of  AIDS.  Training  and  financial 
support  for  family,  volunteers,  and  hospice  and  home  health  care  workers  should  be  fully 
implemented  and  supported. 

As  mentioned  above,  individuals  who  inject  drugs  and  abuse  other  substances  have 
specific  needs.  Meaningful  drug  treatment  programs  are  obviously  a necessity,  but  to  have 
a real  impact  on  the  HIV  epidemic  treatment  programs  need  to  address  the  high  prevalence 
of  multiple  drug  use  and  psychiatric  problems,  as  well  as  an  array  of  social  problems. 
High  quality  HIV  education  needs  to  be  an  integral  part  of  all  drug  treatment  programs. 

To  help  combat  the  isolation  and  fear  experienced  by  so  many  people  living  with  HIV 
disease,  comprehensive  care  must  include  mental  health  care  and  spiritual  support  when 
desired.  Counseling  should  include  both  individuals  with  HIV  disease  and  their  families 
and  parmers,  and  others  who  may  have  special  needs.  The  range  of  psychological  and 
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spiritual  needs  is  vast,  covering  issues  of  sexuality  and  intimacy;  feelings  of  powerlessness; 
and  attempting  to  cope  with  illness,  pain,  loss  and  death.  Training  programs  for 
counselors,  both  spiritual  and  psychological,  should  include  curricula  designed  to  prepare 
trainees  to  care  for  people  living  with  HIV  disease. 

m THAT  J.HNGRS  TO  EFFECTIVE  SERVICE  DELIVERY 

HIV  disease  exists  within  a panoply  of  social  and  medical  issues  which  creates 
numerous  challenges  to  effective  delivery  of  services.  Because  of  the  inabDity  to  "pigeon 
hole"  these  services,  centralized  planning  and  leadership  are  key  to  creating  a successful 
response. 

Planning  can  coordinate  the  efforts  of  local,  national,  private  and  public  sector 
resources  to  fmd  the  gaps  and  fill  them  without  duplicating  effort.  Planning  can  ensure 
appropriate  representation  from  communities  and  individuals,  including  people  living  with 
HIV  disease,  during  the  development  and  implementation  of  programs  specific  to  their 
communities.  Planning  can  also  identify  the  agencies,  institutions,  and  sectors  of  society 
responsible  for  coordinating,  delivering  and  paying  for  services  and  ensure  that  the 
continuum  of  care  described  above  is  appropriately  implemented. 

Leadership  entails  developing  a vision  of  the  response  needed  to  meet  the  challenge  of 
the  HIV  epidemic  within  a particular  community,  developing  a plan  to  realize  it,  and 
accepting  responsibility  for  its  fulfillment.  Leadership  also  provides  the  visible  affirmation 
of  the  inclusion  of  people  with  HIV  disease  in  the  community.  Where  a true  spirit  of 
community  exists,  even  limited  resources  can  be  stretched  to  meet  a great  need. 

Top  government  leaders,  elected  and  appointed,  must  vigorously  support  the  planning 
effort  and  find  ways  of  demonstrating  their  commitment.  Providing  local  discretionary 
funds,  participating  in  or  directing  planning  efforts,  and  making  supportive  public 
pronouncements  are  excellent  ways  of  visibly  demonstrating  government  support. 

A serious  barrier  to  providing  services  for  individuals  with  HIV  disease  is  the  lack  of 
trained  personnel.  Volunteers  can  do  much  to  lighten  the  burden  of  care  placed  on  health 
care  and  social  service  professionals.  The  success  of  voluntary  efforts  would  also  be 
enhanced  by  the  creation  of  an  organization  which  could  provide  a forum  for  the  sharing 
of  resources,  experiences,  and  technical  assistance. 

Stigma  and  discrimination  also  impede  the  delivery  of  services  by  creating  drastic 
social  consequences  such  as  the  loss  of  social  services  or  the  loss  of  employment  and  related 
health  insurance  benefits.  Because  of  the  fear  of  these  consequences  and  the  present 
difficulty  of  keeping  HIV  status  confidential,  individuals  may  be  avoiding  testing  and 
missing  out  on  subsequent  access  to  care.  Despite  the  gains  which  have  resulted  from 
passage  of  the  Americans  with  Disabilities  Act,  the  Working  Group  believes  that  it  is 
essential  to  safeguard  confidentiality  and  to  inform  individuals  undergoing  HIV  counseling 
and  testing  about  the  potential  social  and  legal  ramifications  of  one's  HIV  antibody  status. 
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IV.  HSCAL  CONSIDERATIONS 


The  health  care  system  in  the  United  States  is  not  presently  financed,  or  equipped,  to 
deal  effectively  with  the  long-term,  out-of-hospital  care  which  HIV  disease  requires. 
Projects  which  try  to  provide  this  type  of  care  are  currently  being  supported  by  foundations, 
such  as  the  Robert  Wood  Johnson  Foundation  (RWJ),  and  on  a national  level  by  the  AIDS 
Services  Demonstration  Grant  Program  which  is  administered  by  the  Health  Resources 
and  Services  Administration  (HRSA).  Unfortunately,  both  the  HRSA  and  Robert  Wood 
Johnson  programs  have  mostly  been  demonstration  projects,  with  funds  provided  for  only 
a few  years.  This  method  of  funding,  along  with  grant  competition,  creates  instability  and 
eventually  hinders  the  ability  of  leaders,  caregivers,  and  volunteers  to  deliver  care 
effectively.  The  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  Act 
of  1990,  despite  being  underfunded,  is  a first  step  in  overcoming  tlie  fiscal  and  planning 
barriers  which  block  access  to  care.  Despite  these  advancements  we  are  still  not  seeing 
the  kind  of  funds  necessary  to  avoid  the  terrible  tradeoffs  between  meeting  the  needs  of 
the  sick  and  dying  and  meeting  the  needs  of  those  who  might  benefit  from  interventions 
while  still  relatively  healthy.  This  financial  support  must  encompass  local,  state  and  federal 
agencies,  especially  public  health  agencies,  which  are  becoming  providers  of  last  resort 
for  those  without  other  resources. 

CONCLUSION  AND  RECOMMENDATIONS 

The  skyrocketing  number  of  AIDS  cases,  coupled  with  the  prospects  of  early 
intervention  for  upwards  of  a million  HIV  infected  individuals,  is  stretching  the  limits  of 
what  providers  can  do  in  an  era  of  budget  constraints.  Yet  every  level  of  government  — 
local,  state,  and  federal  - must  face  its  responsibility  for  ensuring  that  a continuum  of  care 
is  provided  to  individuals  with  HIV  disease,  despite  these  constraints.  The  HIV  epidemic, 
although  it  unfolds  slowly,  is  no  less  a disaster  than  an  earthquake  or  flood  and  it  must  be 
responded  to  with  the  same  swiftness  and  vigor. 

The  following  are  the  recommendations  adopted  by  the  Working  Group: 

Early  Intervention  and  a Continuum  of  Care 

Increased  efforts  mu^t  be  made  to  reach  those  who  have  historically  been  denied  access; 
to  health  care.  These  efforts  must  include  the  development  and  enhancement  of  health 
care  and  social  service  providers  within  and  by  minority  communities. 

Meaningful  early  intervention  is  more  than  the  provision  of  AZT  or  other  drugs  to 
those  with  HIV  disease  before  they  develop  symptoms.  Early  intervention  also  entails 
psychological  support,  education  and  counseling,  substance  use  treatment  and  social 
services. 

People  living  with  HIV  disease  should  be  piovided  a continuum  of  care  so  that  at  pv^ry 
stage  of  illness  they  are  cared  for  in  the  least  restrictive  setting  preserving  the 

greatest  degree  of  independence.  A responsive  continuum  of  care  will  depend  upon 
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complex  and  intricate  relationships  among  public  health  agencies,  community-based  and 
voluntary  organizations,  hospitals,  nursing  homes,  and  hospices. 

rnmprehensive  models  of  medical  and  psychosocial  care  for  asymptomatic  and  mildly 
^symptomatic  individuals  must  he.  developed  to  ensure  prevention  and  appropriate  treatment. 
Stronger  links  are  needed  among  the  HIV  testing  enterprise,  the  public  health  system, 
health  care  delivery  systems,  and  social  services.  In  particular,  case  management  programs 
should  be  supported,  and  evaluated  on  an  on-going  basis. 

Spiritual  cotin<seling  can  he  a critical  component  of  care.  Spiritual  counseling  should 
be  encouraged,  not  only  in  the  hospital  setting,  but  also  in  the  outpatient  and  home  care 
environment.  Professional  pastoral  training  programs,  whether  based  in  hospitals  or 
graduate  schools,  should  include  curricula  designed  to  prepare  trainees  to  care  for  people 
living  with  HIV  disease. 

Housing  tailored  to  a range  of  medical  and  social  needs  is  a critical  part  of  the  continuum 
of  care  for  persons  living  with  HIV  disease.  Congress  should  fund  fully  the  AIDS  Housing 
Opportunity  Act  of  199Q. 

There  is  need  for  a consistent  commitment  to  provision  and  expansion  of  drug 
treatment.  Attention  must  be  given  to  the  development  of  care  relevant  to  HIV  disease. 
High  quality  HIV  education  needs  to  be  an  integral  part  of  all  drug  treatment  programs. 
States  should  consider  making  this  an  explicit  requirement  of  licensure  for  drug  treatment 
programs. 

Delivering,  Coordinating  and  Paying  for  Services 

Planning  is  key  to  developing  a coordinated  and  effective  response  to  HIV  disease  and 
people  living  with  HIV  disease  must  be  included  in  planning  activities.  The  planning 
process  should  be  vigorously  directed  by  the  governmental  agencies  responsible  for 
planning  the  communities’  HIV  response.  Such  planning  should  include  the  private  sector 
and  members  of  affected  communities.  The  receipt  of  government  funding  should  be 
conditional  upon  the  establishment  of  relationships  between  service  providers  and  affected 
communities. 

Leadership  is  essential.  Leadership  entails  developing  a vision  of  the  response  needed 
to  meet  the  challenge  of  the  HIV  epidemic  in  a community,  developing  a plan  to  realize 
it,  and  accepting  responsibility  for  its  fulfillment. 

Continued  and  increased  government  and  private  support  of  voluntary  and  community- 
based  organizations  is  critical.  Fledgling  organizations  established  more  recently  to  meet 
the  needs  of  minority  communities  may  require  special  technical  assistance  and  financial 
support. 

Where  the  appropriate  governmental  entity  is  unable  or  unwilling  to  assume  responsi- 
bility for  planning  and  coordination,  voluntary  and  community-based  organizations  should 
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coordinate  local  efforts  tn  avoid  needless  duplication  ?<nf1  support  the  crgatlOD  ftf  mgcha~ 
ni?;m<;  to  provide  national  volunteer  leadership,  techniral  assistance,  and  resource  sharing. 
Volunteer  efforts  are  too  important  to  be  fragmentary  and  competitive. 

Cooperation  and  accountability  is  necessary  in  coordinating  the  resources  Qf  a panpply 
of  service  providers  and  interest  groups.  Government  leaders,  elected  and  appointed,  must 
vigorously  support  the  coordination  effort. 

The  HIV  disease  caseload  will  continue  to  skyrocket,  even  if  HIV  disease  loses  its 
salience  as  a matter  of  public  attention.  Because  of  the  disproportionate  impact  of  HTV 
and  its  enormous  impact  on  already  suffering  communities,  thg  fgdsral  gQVSrnmsnt  has 
the  iiltimate  responsibility  of  assuring  that  a continuum  of  medical.  Psychological,  and 
social  services  are  available  to  people  living  with  HTV  disease. 

Testing  and  Counseling 

It  is  inappropriate  to  create  HIV  antibody  testing  programs  to  identify  asymptomatic 
individuals  for  therapeutic  interventions  unless  they  include  plans  to  deliver  and  pay  for 
appropriate  follow-up  services  for  a substantial  majority  of  those  screened. 

Presently  available  or  foreseeable  therapeutic  benefits  cannot  justify  mandatory  testing 
programs.  The  prospect  of  therapeutic  benefits  is  not  a sufficient  reason  for  abandoning 
long-standing  principles  of  informed  consent. 

Long-standing  principles  of  confidentiality  of  medical  information  should  not  be 
abandoned,  especially  in  light  of  the  history  of  discrimination  against  persons  with  HIV 
disease. 

HIV  antibody  testing  must  be  accompanied  by  pre-  and  post-test  counseling.  People 
with  both  positive  and  negative  results  should  receive  counseling.  For  those  engaging  in 
high-risk  behaviors,  whether  infected  or  not,  counseling  must  be  viewed  as  a sustained 
process.  More  comprehensive  standards  are  necessary  to  ensure  consistently  high  quality 
counseling  in  a wide  range  of  settings.  More  trained  counselors  are  needed. 

Despite  the  potential  therapeutic  benefit  of  HIV  antibody  testing,  there  exists  an  array 
of  educational  and  counseling  interventions  that  can  proceed  independent  nf  testing  Much 
more  needs  to  be  done  about  education  and  prevention  for  women  and  people  of  color. 

Those  who  design  and  implement  education  and  prevention  programs  must  have  the 
freedom  to  use  explicit  communication  acceptable  to  the  particular  culture  or  group  being 
addressed.  Sound  principles  of  health  education  demand  that  messages  which  encourage 
behavior  change  be  in  language  people  understand  and  consistent  with  values  they  accept. 

Legal  protections  against  discrimination  and  unwarranted  disclosures  of  HTV  status  are 
even  more  critical  as  more  at  risk  individuals  are  encouraged  to  undergo  HTV  antibody 
testing  for  early  intervention.  Mechanisms  for  the  enforcement  of  the  Americans  with 


VI 


Disabilities  Act  and  other  anti-discrimination  provisions  must  be  put  into  place.  In 
particular,  state  and  local  laws  against  discrimination  must  be  rigorously  enforced.  Where 
such  laws  do  not  exist  or  where  they  are  weak,  they  need  to  be  established  and  strengthened. 
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Report  of  the  Working  Group  I 


L TNTRODITCTTON  AND  RECOMMENDATIONS 

Recent  developments  in  the  treatment  of  Human  Immunodeficiency  Virus  (HIV) 
disease  are  beginning  to  yield  improved  prospects  for  longer  lives  of  better  quality  for 
people  living  with  HIV  disease.  Although  HIV  disease  is  far  from  being  pronounced  a 
"manageable  condition,"  these  developments  are  extremely  heartening.  However,  these 
new  opportunities,  and  the  ability  to  intervene  earlier  in  the  course  of  the  disease,  also 
give  rise  to  questions  about  our  capacity  to  provide  this  care.  In  order  to  better  address 
these  questions  the  National  Commission  on  Acquired  Immune  Deficiency  Syndrome 
(AIDS)  created  a Working  Group  on  Social/Human  Issues  to  examine  more  closely  the 
nation's  capacity  to  provide  a continuum  of  care  for  those  with  HIV  disease  and  those  at 
risk. 

To  explore  the  full  spectrum  of  concerns  of  individuals  with  HIV  disease  and  to  examine 
ways  of  translating  scientific  successes  into  hope  for  people  in  need,  the  Working  Group 
convened  a series  of  meetings  in  Boston,  Massachusetts  (February  15-16,  1990);  Dallas, 
Texas  (July  9-10,  1990);  and  Seattle,  Washington  (July  30-31,  1990).  In  addition,  the 
Working  Group  participated  in  full  Commission  hearings  and  site  visits,  and  reviewed 
written  testimony,  government  agency  reports,  and  the  published  literature.  (See  Appen- 
dices B and  C.) 

The  Working  Group  meetings  were  conducted  as  hearings,  roundtable  discussions,  and 
site  visits.  This  variety  of  formats  afforded  Commissioners  the  opportunity  to  hear  formal 
testimony,  as  well  as  to  see  and  hear  firsthand  those  who  are  daily  confronting  the  epidemic. 
More  than  eighty  experts  from  across  the  country  appeared  before  the  Working  Group, 
including  representatives  from  federal,  state,  and  local  public  health  agencies,  health  care 
professionals,  representatives  of  community-based  organizations,  academics,  and  commu- 
nity leaders  and  activists.  Site  visits  ranged  from  group  tours  of  large  metropolitan 
hospitals  to  one-on-one  home  visits  with  people  living  with  HIV  disease. 

After  extensive  deliberations  the  Working  Group  adopted  the  following  recommenda- 
tions: 


RECOMMENDATIONS 

Early  Intervention  and  a Continuum  of  Care 

Increased  efforts  must  be  made  to  reach  those  who  have  historically  been  denied  access 
to  health  care.  These  efforts  must  include  the  development  and  enhancement  of  health 
care  and  social  service  providers  within  and  by  minority  communities. 

Meaningful  early  intervention  is  more  than  the  provision  of  AZT  or  other  drugs  to 
those  with  HIV  disease  before  they  develop  symptoms.  Early  intervention  also  entails 
psychological  support,  education  and  counseling,  substance  use  treatment  and  social 
services. 
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People  living  with  HIV  disease  should  be  provided  a continuum  of  care  so  that  at  every 
stage  of  illness  they  are  cared  for  in  the  least  restrictive  setting  possible,  preserving  the 
greatest  degree  of  independence.  A responsive  continuum  of  care  will  depend  upon 
complex  and  intricate  relationships  among  public  health  agencies,  community-based  and 
voluntary  organizations,  hospitals,  nursing  homes,  and  hospices. 

Comprehensive  models  of  medical  and  psychosocial  care  for  asymptomatic  and  mildly 
symptomatic  individuals  must  be  developed  to  ensure  prevention  and  appropriate  treatment. 
Stronger  links  are  needed  among  the  HIV  testing  enterprise,  the  public  health  system, 
health  care  delivery  systems,  and  social  services.  In  particular,  case  management  programs 
should  be  supported,  and  evaluated  on  an  on-going  basis. 

Spiritual  counseling  can  be  a critical  component  of  care.  Spiritual  counseling  should 
be  encouraged,  not  only  in  the  hospital  setting,  but  also  in  the  outpatient  and  home  care 
environment.  Professional  pastoral  training  programs,  whether  based  in  spitals  or 
graduate  schools,  should  include  curricula  designed  to  prepare  trainees  to  care  for  people 
living  with  HIV  disease. 

Housing  tailored  to  a range  of  medical  and  social  needs  is  a critical  part  of  the  contininim 
of  care  for  persons  living  withHIV  disease.  Congress  should  fund  fully  the  AIDS  Hnnsing 
Opportunity  Act  of  199Q. 

There  is  need  for  a consistent  commitment  to  provision  and  expansion  of  drug 
Veatment.  Attention  must  be  given  to  the  development  of  care  relevant  to  HIV  disease. 
High  quality  HIV  education  needs  to  be  an  integral  part  of  all  drug  treatment  programs. 
States  should  consider  making  this  an  explicit  requirement  of  licensure  for  drug  treatment 
programs. 

Delivering,  Coordinating  and  Paying  for  Services 

Planning  is  key  to  developing  a coordinated  and  effective  response  to  HTV  dispa«;p  anH 
people  living  with  HIV  disease  must  be  included  in  planning  activities.  The  planning 
process  should  be  vigorously  directed  bv  the  governmental  agencies  respnnsihie  % 
planning  the  communities'  HIV  response.  Such  planning  should  include  the  private  sector 
and  members  of  affected  communities.  The  receipt  of  government  funding  should  be 
conditional  upon  the  establishment  of  relationships  between  service  providers  and  affected 
communities. 

Leadership  is  essential.  Leadership  entails  developing  a vision  of  the  response  needed 
to  meet  the  challenge  of  the  HIV  epidemic  in  a community,  developing  a plan  to  realize 
it,  and  accepting  responsibility  for  its  fulfillment. 

Continued  and  increased  government  and  pnvatp  support  of  vniuntarv 
based  organizations  is  cniical.  Fledgling  orgamzations  established  more  recently  to  meet 
the  needs  of  minority  communities  may  require  special  technical  assistance  and  financial 
support. 
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'Where,  the  appropriate  governmental  entity  is  unable  or  unwilling  to  assume  responsi- 
bility for  planning  and  coordination,  voluntary  and  community-based  organizations  should 
rnnrriinafR  local  efforts  to  avoid  needless  duplication  and  support  the  creation  of  mecha- 
ni^TTi<;  tn  provide  national  volunteer  leadership,  technical  assistance,  and  resource  sharing. 
Volunteer  efforts  are  too  important  to  be  fragmentary  and  competitive. 

rnnperatinn  and  accniintahility  is  necessary  in  coordinating  the  resources  of  a panoply 
nf  sfirvicR  providers  and  interesit  groups.  Government  leaders,  elected  and  appointed,  must 
vigorously  support  the  coordination  effort. 

The  HIV  disease  caseload  will  continue  to  skyrocket,  even  if  HIV  disease  loses  its 
salience  as  a matter  of  public  attention.  Because  of  the  disproportionate  impact  of  HIV 
and  its  enormous  impact  on  already  suffering  communities,  the  federal  government  has 
the  iiltiTnate  re<;pnn<;ihi1ity  of  assuring  that  a continuum  of  medical,  psychological,  and 
social  services  are  available  to  people  living  with  HIV  disease. 

Testing  and  Counseling 

It  is  inappropriate  to  create  HIV  antibody  testing  programs  to  identify  asymptomatic 
individuals  for  therapeutic  interventions  unless  they  include  plans  to  deliver  and  pay  for 
appropriate  fnl low-up  services  for  a substantial  majority  of  those  screened. 

Presently  available  or  foreseeable  therapeutic  benefits  cannot  justify  mandatory  testing 
programs.  The  prospect  of  therapeutic  benefits  is  not  a sufficient  reason  for  abandoning 
long-standing  principles  of  informed  consent. 

Long-standing  principles  of  confidentiality  of  medical  information  should  not  be 
abandoned,  especially  in  light  of  the  history  of  discrimination  against  persons  with  HTV 
disease. 

HIV  antibody  testing  must  he  accompanied  by  pre-  and  post-test  counseling.  People 
with  both  positive  and  negative  results  should  receive  counseling.  For  those  engaging  in 
high-risk  behaviors,  whether  infected  or  not,  counseling  must  be  viewed  as  a sustained 
process.  More  comprehensive  standards  are  necessary  to  ensure  consistently  high  quality 
counseling  in  a wide  range  of  settings.  More  trained  counselors  are  needed. 

Despite  the  potential  therapeutic  benefit  of  HIV  antibody  testing,  there  exists  an  array 
of  educational  and  counseling  interventions  that  can  proceed  independent  of  testing.  Much 
more  needs  to  be  done  about  education  and  prevention  for  women  and  people  of  color. 

Those  who  design  and  implement  education  and  prevention  programs  must  have  the 
freedom  to  use  explicit  communication  acceptable  to  the  particular  culture  or  group  being 
addressed.  Sound  principles  of  health  education  demand  that  messages  which  encourage 
behavior  change  be  in  language  people  understand  and  consistent  with  values  they  accept. 
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T^gal  protections  against  discrimination  and  unwarranted  disclosures  of  HIV  status  aie 
even  more  critical  as  more  at  risk  individuals  are  encouraged  to  undergo  HIV  antibody 
testing  for  early  intervention.  Mechanisms  for  the  enforcement  of  the  Americans  with 
Disabilities  Act  and  other  anti-discrimination  provisions  must  be  put  into  place.  In 
particular,  state  and  local  laws  against  discrimination  must  be  rigorously  enforced.  Where 
such  laws  do  not  exist  or  where  they  are  weak,  they  need  to  be  established  and  strengthened. 

The  text  which  follows  provides  the  background  for  the  above  recommendations. 


IL  THF  SrOPF.  AND  NATURE  OF  THE  PROBLEM 

A greater  understanding  of  the  natural  history  of  HIV  disease  and  heightened  prospects 
for  therapeutic  interventions  are  changing  the  way  we  approach  the  second  decade  of  the 
epidemic.  There  has  been  increasing  recognition  that  AIDS  is  the  end  stage  of  the  full 
spectrum  of  HIV  disease  (Amo  & Shenson  1990).  Once  symptoms  develop  in  a person 
with  HIV  disease,  the  ability  to  continue  with  activities  of  daily  living  may  be  impaired 
and  will  vary  considerably  over  time.  Some  individuals  may  experience  severe  episodes 
of  debilitation.  For  persons  with  AIDS,  bouts  of  life-threatening  illness  interspersed  with 
phases  of  relatively  normal  functioning  are  common  occurances  (Chaisson  1990). 

The  episodic  nature  of  HIV  disease  and  its  changing  demands  as  the  disease  progresses 
pose  real  challenges  for  the  delivery  of  services.  As  Janet  Vorhees,  New  Mexico's  HIV 
Services  Planning  Director,  explained: 

[PJeople  with  symptomatic  HIV  disease  experience  alternating  periods  of  acute 
illness  and  well-being.  They  often  require  intensive  episodic  care.  Current  systems 
of  disability  and  eligibility  determination  are  not  designed  to  accommodate  such  a 
disease  pattern.  The  efforts  of  people  with  HIV  disease,  their  social  workers, 
physicians,  families  and  HIV  program  administrators  are  continually  thwarted  by 
different  fiscal  eligibility  standards  for  different  programs.!/ 

Many  of  those  who  need  help  throughout  the  course  of  HIV  disease  are  beyond  the 
reach  of  current  programs.  Increasingly,  cases  of  HIV  disease  are  being  identified  among 
those  who  have  little  or  no  access  to  health  care,  especially  poor  members  of  minority 
communities,  including  those  who  use  IV  drugs  or  are  sex  partners  or  offspring  of  those 
who  do. 


IIL  SERVICES  NEEDED 
A.  Early  IntcrveniiQn:  What  Is  It? 

Clinical  interventions  for  asymptomatic  seropositive  individuals  in  the  earliest  stages 
of  HIV  disease  have  come  to  be  known  as  "early  intervention. " Early  intervention  includes 
drug  therapies  to  forestall  the  development  of  opportunistic  infections.  Among  these  are 
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pentamidine  which  has  proven  useful  as  a prophylaxis  against  Pneumocystis  carinii 
pneumonia,  the  leading  cause  of  AIDS  deaths  and  zidovudine  ("AZT")  which  has  been 
shown  in  clinical  trials  to  delay  the  onset  of  AIDS  in  a substantial  portion  of  HIV-infected 
individuals  (Volberding  et  al.  1990).  Because  of  problems  with  resistance  to  AZT,  and 
side  effects  experienced  by  a substantial  number  of  those  taking  the  drug,  combination 
therapies  with  other  drugs  such  as  ddl  and  ddC  are  currently  being  studied. 

Most  individuals  with  HIV  disease  will  eventually  get  opportunistic  infections.  When 
treatments  are  available  for  these  infections  they  tend  to  be  novel,  expensive,  relatively 
toxic,  and  to  require  considerable  medical  management.  The  currently  available  drugs  are 
not  the  hoped  for  cure.  Moreover,  as  scores  of  individuals  testified  in  Working  Group 
hearings,  meaningfiil  early  intervention  is  not  merely  a prescription  for  a drug.  A 
comprehensive  definition  of  early  intervention  should  reflect  the  needs  of  people  with  HIV 
disease  throughout  the  entire  continuum  of  care. 

Elarly  intervention  must  include: 

HIV  antibody  testing  and  counseling  that  is  accessible  and  responsive  to  the  needs 
of  those  at  risk; 

education  and  counseling  to  help  foster  and  maintain  behavioral  changes  to  reduce 
transmission  of  the  virus; 

medical  care,  including  drug  therapy  and  frequent  diagnostic  monitoring,  provided 
by  health  care  workers  experienced  in  the  treatment  of  HIV  disease; 

psychological  care,  including  mental  health  counseling  and  spiritual  support 
when  desired,  that  is  helpful  in  coping  with  a frightening  and  sometimes  over- 
whelming condition; 

drug  treatment  to  help  individuals  stop  using  or  injecting  drugs  or  adopt  safer 
drug  use  practices;  and 

social  services,  such  as  housing  and  income  maintenance,  without  which  medical 
advances  may  be  beyond  the  grasp  of  those  who  could  most  benefit  from  them. 

Counseling  and  Testing 

While  a cure  for  HIV  disease  remains  elusive,  behavioral  change  will  continue  to 
represent  the  greatest  hope  for  altering  the  course  of  the  epidemic.  Programs  of  counseling 
and  HIV  antibody  testing  continue  to  be  of  paramount  importance  (CDC  1987).  Originally, 
HIV  antibody  screening  was  put  in  place  to  help  ensure  the  safety  of  the  blood  supply. 
HIV  antibody  testing  was  also  made  available  through  "alternative  test  sites"  which  allowed 
people  to  find  out  whether  they  might  be  infected  without  having  to  donate  blood  to  do  so 
(Coates  et  al.  1988). 

There  is  a long  standing  consensus  that  HIV  antbody  testing  alone  will  not  suffice  in 
creating  and  sustaining  behavioral  change.  It  must  be  remembered  that,  although  testing 
can  be  very  effective  when  used  in  conjunction  with  counseling,  it  is  not  a panacea  to  all 
problems  of  behavior  change.  As  the  psychiatrist  Dr.  Marshall  Forstein  told  the  Working 
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Group,  believing  that  "if  you  test  people  and  you  tell  them  that  they  are  positive  or  negative, 
[they]  will  do  the  right  thing"  is  a "magical  and  primitive"  assumption  and  not  supported 
by  research  findings.2/ 

Beyond  its  role  as  an  adjunct  to  behavioral  change,  HIV  antibody  testing  now  has  a 
changing  role  to  play  in  the  context  of  early  intervention.  Because  there  are  now  clinical 
interventions  which  can  take  place  early  on  in  the  stages  of  HIV  disease,  testing  and 
discovery  of  HIV  serostatus  may  provide  hope  of  a longer  life  of  better  quality  for 
individu^s  living  with  the  disease.  More  HIV  antibody  testing  is  being  done  in  hospitals, 
private  physicians'  offices,  and  clinics  devoted  to  family  planning,  sexually  transmitted 
diseases,  tuberculosis,  or  drug  treatment,  HIV  antibody  testing  can  provide  the  incentive 
for  entry  into  the  health  care  system,  but  only  if  access  to  that  system  exists.  As  Marie 
St,  Cyr,  of  the  Women  and  AIDS  Resource  Network  in  New  York,  stated,  "testing  is  not 
justified  , , , without  increased  accessibility  and  availability,  not  only  to  AIDS-related 
studies  and  trials  but  to  primary  medical  care,  "3/ 

However,  for  many  impoverished  individuals  gaining  entry  into  a health  care  and  social 
services  system  by  means  of  a ticket  stamped  "HIV  antibody  positive"  is  stiU  a cruel  hoax. 
As  Dr,  James  Allen  of  the  National  AIDS  Program  Office  told  the  Working  Group, 
"Clearly,  the  walk  doesn't  match  the  talk  when  it  comes  to  the  advertising  of  early 
intervention  and  the  resources  there  , , , , Who  is  testing  really  for?  Is  it  for  society  or 
for  the  individual? 

Hortensia  Amaro,  of  the  Boston  University  School  of  Public  Health,  described  what 
HFV  antibody  testing  means  for  the  women  with  whom  she  works: 

The  question  of  whether  testing  is  going  to  be  the  entry  point  for  medical  care  is 
really  irrelevant  for  this  group  of  women  because  these  women  are  disconnected 
from  any  kind  of  health  care  . . , . A lot  of  these  women  are  homeless,  don't  have 
access  to  drug  treatment,  have  a whole  set  of  issues  around  child  welfare  concerns. 
Unless  these  issues  are  addressed,  they  will  never  get  to  a point  of  considering 
testing.  In  fact,  if  they  do  get  tested  it  will  probably  be  of  no  benefit  to  them, 5/ 

The  prospects  for  identifying  HIV-infected  individuals  in  order  to  offer  them  early 
intervention  services  raises  some  difficult  questions.  As  Levine  and  Bayer  (1989:1661) 
have  written,  "It  is  precisely  when  medicine's  capacity  to  enhance  patient  ^welfare  appears 
to  be  increasing  that  there  is  a danger  that  important  ethical  concerns  can  be  overridden 
or  disregarded," 

The  Working  Group  believes  that  despite  the  greater  therapeutic  justification  for  HIV 
antibody  testing,  there  remains  considerable  potential  for  psychological  and  social  injuries. 
These  injuries  are  accentuated  if  a person  suffers  through  emotional  upheaval  upon  learning 
of  his  or  her  HIV  disease,  then  finds  that  no  treatment  is  accessible,  and  finally,  suffers 
from  rejection  by  family  and  discrimination  in  the  community.  The  potential  for  this  cruel 
outcome  must  be  considered  before  encouraging  testing  more  aggressively.  Individuals 
who  are  tested  with  the  understanding  that  it  is  the  first  step  in  a continuum  of  care  are 
likely  to  become  discouraged  and  resentful  when  the  promised  care  does  not  materialize. 
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This  process  will  only  increase  their  distrust  of  government  and  health  care  institutions. 
A hkely  result  is  further  alienation  and  further  disbelief  in  prevention  messages  and 
rejection  of  counseling  efforts.  This  potential  is  particularly  acute  in  minority  communities 
where  a large  reservoir  of  distrust  already  exists.  Ultimately  government  and  public  health 
authorities  must  rely  upon  their  credibility  in  the  community.  If  that  credibility  is  lost, 
little  will  be  achieved. 

Like  any  other  medical  intervention  with  severe  risks  as  well  as  benefits,  voluntary, 
informed  consent  of  any  competent  adult  is  an  essential  prerequisite  to  HIV  antibody  testing 
(CDC  1987).  Written  informed  consent  for  HIV  testing  is  necessary  to  ensure  a 
knowledgeable  and  voluntary  decision  on  the  part  of  individuals  being  tested. 

The  Working  Group  concludes  that  presently  available  or  foreseeable  therapeutic 
benefits  cannot  justify  abandoning  long-standing  principles  of  informed  consent.  Pre-  and 
post-test  counseling  continue  to  be  an  absolutely  essential  component  of  any  HIV  antibody 
testing  program.  The  context  in  which  testing  is  offered  and  the  nature  of  pre-  and  post-test 
counsehng  greatly  affect  an  individual's  ability  to  adopt  and  sustain  necessary  behavioral 
changes. 

£L  Education  and  Prevention 

Basic  HIV  education  consists  of  information  on  how  the  virus  is  transmitted  (and  how 
it  is  not),  on  avoidance  techniques  for  both  the  uninfected  and  the  infected,  and  on  how  to 
live  constructively  with  HIV  disease.  For  the  uninfected,  education  can  serve  the  dual 
purpose  of  prevention  and  sensitization  to  the  needs  and  problems  of  those  with  HFV 
disease.  Education  and  prevention  programs,  with  or  without  HFV  antibody  testing, 
continue  to  be  essential  for  both  the  infected  and  uninfected,  not  only  in  promoting 
understanding  about  HIV  and  how  it  is  transmitted,  but  also  in  fostering  and  helping  to 
sustain  behavioral  change. 

However,  knowing  about  risks  is  not  the  same  as  avoiding  them.  The  intimate  sexual 
and  drug-using  behaviors  implicated  in  the  spread  of  HIV  are  inherently  difficult  to  change. 
As  Dr.  Forstein  reminded  the  Working  Group,  "We  are  essentially  asking  people  to  go  on 
a diet  and  never  cheat  for  their  entire  life.  Unlike  a diet,  cheating  may  be  lethal,  "fi/  As 
the  second  decade  of  the  HIV  epidemic  begins,  some  individuals  point  to  the  dramatic 
changes  in  sexual  behavior  among  urban  gay  men  as  evidence  that  the  education  and 
prevention  job  has  already  been  done.  However,  these  changes  are  merely  evidence  that 
the  job  can  be  done.  Much  more  needs  to  be  done  about  education  and  prevention  for 
women  and  people  of  color.  Many  people,  especially  members  of  minority  communities, 
have  not  yet  received  HIV  prevention  messages  relevant  to  their  experiences  and  cultural 
background.  This  failing  occurs  despite  a decade  of  experience  with  HIV  disease  and 
considerable  knowledge  about  how  the  disease  is  (and  is  not)  transmitted. 

Sound  principles  of  health  education  demand  that  messages  which  encourage  behavior 
change  be  in  language  people  understand  and  consistent  with  values  they  accept.  Those 
who  design  and  implement  education  and  prevention  programs  must  have  the  fireedom  to 
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use  explicit  communications  acceptable  to  the  particular  culture  or  group  being  addressed. 
Where  the  communications  are  targeted  to  a specific  subculture,  the  potential  offensiveness 
to  others,  to  whom  the  message  is  not  directed,  need  not  be  a barrier.  A crucial  component 
of  any  education  and  prevention  program  is  the  inclusion  of  members  of  the  target 
community  in  the  design  and  implementation  of  any  program. 

IL  Continuum  of  Care 

? 

Early  intervention  does  not  entail  merely  ordering  an  HIV  antibody  test  and  a series 
of  other  blood  tests  and  then  prescribing  prophylactic  drugs.  People  with  HIV  disease 
require  a combination  of  primary  care  services,  beginning  with  a comprehensive  history 
and  physical  to  determine  the  stage  of  the  illness,  attention  to  co-morbidities  that  might  be 
exacerbated  by  HIV  (such  as  sexually  transmitted  diseases,  genital  ulcers,  and  tuberculosis) 
and  attention  to  substance  use  and  any  mental  illnesses  or  psychological  complications. 
Therefore,  it  is  important  to  note  that  individuals'  corresponding  needs  may  encompass 
all  types  of  care,  including  pyschological,  spiritual  and  physical. 

Most  people  living’  with  HIV  disease  will  eventually  require  intensive  in-hospital 
services  (Cotton  1988;'  Wachter  et  al.  1989).  Yet  these  hospitalizations  are  likely  to  be 
episodic.  In  between  visits  to  the  hospital  (and  in  order  to  keep  them  fewer,  shorter,  and 
less  expensive),  home  and  community-based  services  must  exist.  It  is  a challenge  to  provide 
a continuum  of  care  that  delivers  an  appropriate  level  of  services  in  a health  care  system 
largely  oriented  toward  acute  care  hospitalization  (Woofsy  1988). 

A basic  goal  in  developing  plans  of  care  for  persons  with  HFV  disease,  as  with  other 
illnesses,  is  to  provide  care  in  the  least  restrictive  and  least  institutional  setting  possible. 
This  will  enhance  the  quality  of  life  of  those  affected  and  alleviate  our  overburdened  health 
care  system.  For  this  goal  to  be  realized  regarding  a condition  with  as  variable  a course 
as  HIV  disease,  an  unprecedented  level  of  cooperation  is  necessary  among  those  who 
provide  and  finance  care. 

As  noted  by  Ted  Wisniewski,  of  the  HIV  Outpatient  Program  at  Charity  Hospital  in 
New  Orleans: 

Though  perhaps  clustered  in  a broad  category  of  human  services,  medical  health 
care  and  psychosocial  support  services  do  not  always  collaborate  effectively  .... 
[P]hysicians  and  hospitals  need  to  be  taught  and  reimbursed  for  working  with  human 
services  workers  and  community  organizations-and  the  reverse  is  also  true. 
Persons  with  stills  to  translate  between  such  diverse  groups  and  systems  should  be 
sought  and  promoted.!/ 

A responsive  continuum  of  care  will  depend  upon  complex  and  intricate  relationships 
among  public  health  agencies,  community-based  and  voluntary  organizations,  hospitals, 
nursing  homes,  and  hospices.  The  nature  of  these  collaborations  and  the  appropriate 
balance  between  public  and  private  efforts  will  be  discussed  later.  The  following  section 
describes  a series  of  services  that  are  an  essential  part  of  a continuum  of  care.  This  section 
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begins  with  a description  of  case  management  which  is  one  way  of  orchestrating  these 
various  services. 

The  Role  of  Case  Management 

Throughout  its  investigations  around  the  country,  the  Working  Group  has  heard 
testimony  on  local  efforts  to  develop  coordinated  care  under  the  rubric  of  "case  manage- 
ment." The  major  role  of  case  management  is  to  guide  the  patient  successfully  through 
the  health  and  social  services  labyrinth.  Case  management  has  been  useful  in  coping  with 
the  complex  needs  of  the  mentally  ill  and  the  frail  elderly.  Case  management  programs 
tend  to  include  at  least  the  following  elements:  outreach;  standardized  eligibility  screening; 
comprehensive  assessment;  initial  care  planning;  service  arrangements;  ongoing  monitor- 
ing; and  periodic  reassessments.  In  order  to  address  this  wide  range  of  responsibilities, 
case  managers  perform  a variety  of  tasks  which  might  include  serving  simultaneously  as 
gatekeeper,  advocate,  educator,  diagnostician,  broker,  and  caregiver. 

Case  management  of  all  types  tends  to  increase  the  utilization  of  non-institutional 
services.  The  types  of  case  management  services  provided  depend  upon  the  characteristics 
of  the  clients  and  the  nature  of  the  health  and  social  services  system  in  which  case  managers 
operate.  The  availability  of  hospital  and  nursing  home  beds  and  the  extent  of  community- 
based  resources  will  determine  the  ability  of  the  case  manager  to  broker  services. 

A variety  of  styles  of  case  management  have  emerged  to  help  meet  the  needs  of  persons 
with  HIV  disease.  Family  physicians,  nurses  and  social  workers  provide  case  management 
services.  In  some  instances,  case  management  is  funded  by  the  government,  is  hospital- 
based,  and  primarily  linked  to  discharge  planning.  Other  case  management  programs, 
particularly  those  funded  by  the  Health  Resources  and  Services  Administration  (HRSA) 
and  the  Robert  Wood  Johnson  Foundation  (RWJ),  are  more  community-based  and  follow 
individuals  both  in  the  hospital  and  beyond.  In  some  states  case  management  is  provided 
by  Medicaid  programs,  especially  in  states  with  home  and  community-based  waiver 
programs.  Yet  other  programs  have  emanated  from  prepaid,  managed  care  programs  in 
health  maintenance  organizations  (HMOs). 

The  Working  Group  believes  that  case  management  programs  should  be  supported  and 
further  refined  to  meet  the  particular  needs  of  people  with  HIV  disease.  Systematic 
evaluations  of  these  programs  should  focus  not  only  on  the  potential  for  cost  savings, 
limiting  hospital  stays,  and  bringing  coherence  to  service  delivery,  but  also  on  the  potential 
for  enhancing  the  satisfaction  and  quality  of  life  for  those  with  HIV  disease. 

The  difficulties  and  issues  faced  by  case  managers  in  dealing  with  fragmented  health 
care  and  social  services  sy terns  were  described  to  the  Working  Group  in  some  detail.  A 
number  of  key  issues  in  the  area  of  "services"  arose  again  and  again.  The  following  eight 
issues  reflect  many  of  the  specific  problems  which  service  providers  face  and,  as  important 
pieces  in  the  larger  puzzle  of  "services,"  warrant  a closer  look. 
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CQmprehen5sive,  Accessible  Ambulatory  Care. 


People  with  HIV  disease  have  many  of  the  same  needs  for  long  term  care  as  those  with 
other  chronic  diseases.  Although  long  term  care  is  frequently  equated  with  nursing  home 
care,  it  is  often  needed  by  persons  who  are  ambulatory  and  capable  of  living  relatively 
independently.  Therefore,  service  delivery  models  for  persons  with  chronic  conditions, 
whether  they  are  mentally  ill,  the  frail  elderly,  or  persons  with  HIV  disease,  should  strive 
to  create  a "continuum  of  care." 

A variety  of  ambulatory  care  technologies  now  make  it  possible  for  persons  with  AIDS 
to  avoid  in-patient  hospitalizations  during  much  of  the  course  of  their  illness.  For  example, 
some  drugs  previously  administered  on  an  in-patient  basis  during  lengthy  hospitalizations 
can  now  be  offered  at  home.  The  sheer  numbers  of  those  with  HIV  disease  and  the  demand 
for  hospital  services  require  systems  of  care  that  rely  less  on  in-patient  hospitalization. 
Unfortunately,  for  many  impoverished  communities  the  only  access  to  care  is  the 
emergency  room  or  an  inpatient  bed  in  a public  hospital  (Andrulis  1989).  This  is  surely 
an  inadequate  and  inappropriate  use  of  resources,  and  is  inhumane  to  those  in  need. 

Special  consideration  should  be  given  to  communities  with  specific  needs.  The  poor 
tend  to  have  substantial  health  needs  aside  from  HIV  disease  and  fewer  opportunities  to 
gain  access  to  the  health  care  system.  Women,  adolescents  and  children  have  different 
needs  than  men,  such  as  differing  opportunistic  infections,  child  care  needs,  and  coordi- 
nation of  the  ambulatory  care  of  mother  and  child.  Persons  with  hemophilia  and  HIV 
disease  must  have  their  hemophilia  needs  cared  for  in  coordination  with  their  HIV 
associated  needs.  Persons  who  use  drugs  must  also  deal  with  their  addiction.  Hispanics 
and  others  whose  primary  language  is  not  English  or  who  may  have  special  cultural  needs, 
must  have  information,  advice  and  care  in  a language  and  format  they  can  understand. 
These  communities  need  accessible  ambulatory  care,  and  the  entire  community  has  an 
equal  interest  in  providing  it. 

2*  Income  Support 

Although  HIV-positive  individuals  are  found  in  all  income  brackets,  the  poor  are  more 
likely  to  become  infected.  HIV  disease  can  rapidly  impoverish  those  who  have  been 
stricken  by  it.  Even  securely  middle  class  persons  soon  find  out  how  quicklv  the  social 
safety  net  can  unravel,  when  they  are  forced  to  "spend  down"  into  poverty  to  qualify  for 
federal  health  care  entitlement  programs. 

Services  for  impoverished  people  living  with  HIV  disease,  where  they  exist,  tend  to 
be  uncoordinated  and  fragmented.  In  some  states  qualification  for  Medicaid  depends  upon 
a determination  of  disability,  yet  that  very  determination  of  disability  may  trigger  eligibility 
for  Social  Security.  The  monthly  income  from  Social  Security  can  then  disqualify 
applicants  from  Medicaid.  It  is  this  kind  of  "Catch  22"  which  not  only  frustrates  persons 
with  HIV  disease  and  their  caregivers,  but  also  thwarts  the  ability  of  communities  to 
respond  effectively.  Janet  Vorhees  described  the  situation  in  her  state: 
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In  New  Mexico,  fiscal  eligibility  standards  for  the  AIDS/ARC  Medicaid  Waiver, 
the  state  Income  Support  Division,  food  stamps,  and  the  Federal  HIV  Medication 
Reimbursement  Program  are  all  different,  and  when  combined  can  prevent  some 
people  from  receiving  one  or  more  of  these  services.  It  is  nearly  impossible  to 
create  a comprehensive  and  coordinated  package  of  services  for  patients. S/ 

Many  people  with  HIV  disease,  including  a substantial  portion  of  IV  drug  users,  are 
gainfully  employed,  although  holding  a job  may  become  more  difficult  as  the  disease 
progresses.  A study  among  clinic  patients  with  AIDS  in  San  Francisco  who  had  been 
employed  found  that  40%  stopped  working  within  a year  of  their  diagnosis  of  AIDS 
(Greenblatt  et  al.  1989).  In  Texas,  63%  of  persons  with  AIDS  surveyed  became 
unemployed  and  30%  with  private  health  insurance  lost  coverage  (Texas  Legislative  Task 
Force  1989).  Continuing  private  health  insurance  coverage  generaUy"  depends  upon  the 
ability  to  work. 

Most  income  maintenance  programs,  such  as  Supplemental  Security  Income,  are 
created  and  controlled  by  state  and  federal  governments.  Clearly,  as  a nation  we  need  to 
treat  our  poor  better  than  we  have  in  the  past,  and  state  and  federal  governments  can  do 
much  to  improve  income  maintenance  systems  and  the  so-called  safety  net  through  which 
so  many  with  HFV  disease  have  fallen. 

Local  and  community  leaders  have  an  important  role  to  play  in  being  the  advocate  for 
those  in  need  at  state  capitals  and  in  Washington.  If  state  and  national  officials  hear  the 
cries  of  need  from  their  colleagues  in  local  communities,  they  can  and  often  will  respond, 
as  can  be  seen  by  The  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE) 
Act  of  1990,  which  was  adopted,  in  part,  because  of  the  immense  efforts  of  local  leaders. 
They  can,  and  in  some  cases  do,  exert  the  same  pressures  in  their  own  states  as  well. 

3.  Housing 

Affordable  and  appropriate  housing  is  of  critical  importance  to  persons  with  HIV 
disease,  yet  an  estimated  20,000-32,000  HIV-infected  individuals  are  homeless. 9/  Many 
others  are  in  immediate  danger  of  becoming  homeless.  Robert  Greenwald,  of  Boston's 
AIDS  Action  Committee  and  Harvard  Law  School's  AIDS  Law  Clinic,  told  the  Working 
Group,  "Over  50  percent  of  people  with  AIDS  that  are  not  already  homeless  are  ...  in 
imminent  danger  of  homelessness,  which  means  that  they  are  presently  paying  over  50 
percent  of  income  on  rent.  "10/ 

Rebecca  Lomax,  of  Associated  Catholic  Charities  of  New  Orleans,  testified  to  the  range 
of  housing  options  needed,  lest  people  with  AIDS  languish  in  the  hospital  for  social,  rather 
than  medical,  reasons: 

We  need  the  same  range  of  housing  options  for  people  living  with  AIDS  as  we  do 
for  any  group  of  people  who  may  experience  deteriorating  health:  apartments  that 
can  accommodate  walkers  and  wheelchairs,  congregate  living,  group  homes.  And 
it  needs  to  be  subsidized  because  of  limited  incomes.  We  need  home  care  and 
personal  attendant  services  to  help  people  stay  in  their  homes  for  care,  and  we  need 
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the  flexibility  to  allow  people  to  move  between  these  arrangements  as  their  needs 
change.il/ 

Almost  everyone  with  HTV  disease  could  live  independently  in  the  community  during 
much  of  the  course  of  their  illness  if  affordable  housing  were  available.  Providing  housing 
would  not  only  be  humane,  it  would  be  cost-effective,  because  it  would  contribute  to  greater 
self-sufficiency  for  affected  individuals.  The  person  with  asymptomatic  HIV  disease  may 
need  no  special  housing--] ust  housing  that  is  affordable.  As  the  disease  progresses  more 
services  may  be  required.  It  is  only  when  end  stage  AIDS  arrives  that  nursing  home  or 
hospice  care  is  required.  Thus,  as  witnesses  made  clear,  what  is  at  issue  is  not  just  nursing 
home  beds,  but  a wide  range  of  individual  and  congregate  housing  options— the  provisions 
of  which  could  actually  save  money  in  the  long  run.  If  moderately  affected  persons  with 
HIV  disease  were  able  to  maintain  housing,  they  could  probably  also  work,  keep  their 
employment  based  health  insurance  and  continue  to  contribute  to  society.  Even  those  with 
AIDS  can  often  be  productive  during  much  of  their  remaining  years  between  bouts  of 
opportunistic  diseases.  Even  if  they  cannot  work,  they  can  at  least  care  for  themselves 
with  limited  help. 

In  some  areas  community-based  organizations  have  helped  to  provide  independent  or 
small  group  houses,  using  creative  means  to  overcome  the  barriers  of  lack  of  financing, 
restrictive  zoning  policies,  and  the  NIMBY  ("not  in  my  backyard")  phenomenon. 

Robert  Greenwald  testified  that: 

The  problem  is  that  presendy  waiting  lists  for  Section  8 Programs  in  most  cities 
exceed  the  life  expectancy  of  people  with  AIDS  ....  In  a city  like  Boston,  the 
average  person  with  AIDS  on  Social  Security  insurance  and  disability  insurance 
receives  approximately  $525  a month  to  live  on,  in  a city  where  rent  for  a 
one-bedroom  apartment  exceeds  $5(X)  a month  ....  The  homeless  of  tomorrow 
...  are  to  a large  part  created  by  today's  failure  to  provide  adequate  housing  for 
thousands  of  people  with  HIV  infection.12/ 

The  federal  government  must  take  the  initiative  in  assuring  that  persons  with  HIV 
infection  and  especially  those  with  AIDS  have  access  to  affordable  housing.  The  U.S. 
Department  of  Housing  and  Urban  Development  (HUD)  has  been  unwilling  to  target 
housing  programs  specifically  for  persons  with  AIDS.  In  June  1988,  the  Presidential 
Commission  on  the  HIV  Epidemic  called  upon  HUD  to  increase  funding  so  as  "to  build 
both  temporary  shelters  and  permanent  residences  for  homeless  persons  with  HIV 
infection"  and  "to  establish  programs  to  subsidize  supportive  housing  for  persons  with  HIV 
infection"  (Presidential  Commission  on  the  HIV  Epidemic  1988:107).  Two  years  later, 
in  responding  to  a request  by  the  National  Commission  for  an  update  on  the  response  to 
these  recommendations,  HUD's  General  Counsel  program  area  told  the  Commission,  in 
effect,  that  HUD  did  not  support  AIDS-specific  housing  programs. 

In  the  face  of  HUD  s inaction.  Congress  took  an  important  step  in  ensuring  housing 
for  persons  with  AIDS  by  enacting  the  AIDS  Housing  Opportunities  Act.  This  legislation 
authorizes  $75  miUion  in  fiscal  year  1991  and  $156  million  in  fiscal  year  1992  for  housing 
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assistance  specifically  for  persons  with  AIDS.  However,  funds  have  yet  to  be  appropriated 
to  carry  out  this  legislation.  Congress  should  fund  fully  the  AIDS  Housing  Opportunity 
Act  of  1990. 

^ Long  Term  and  Hospice  Care 

As  persons  with  HIV  disease  are  living  longer,  more  may  develop  symptoms  of 
dementia  and  neurological  deficiencies,  as  well  as  physical  deterioration  that  will  require 
long-term  supportive  care.  An  array  of  services  from  nursing  homes,  hospice  facilities, 
and  home  care  are  necessary  to  meet  the  needs  of  the  end-stage  AIDS  patient.  Nursing 
homes  have  been  reluctant  to  care  for  AIDS  patients,  citing  the  irrational  fears  of  other 
clients  and  their  families  and  the  lack  of  adequate  reimbursement  for  the  level  of  care 
required. 

Hospice  can  be  an  integral  part  of  the  continuum  of  care  for  both  the  person  with  AIDS 
and  his  or  her  family.  The  hospice  philosophy  is  to: 

provide  support  and  care  for  persons  in  the  last  phases  of  an  incurable  disease  so 
that  they  might  live  as  fully  and  as  comfortably  as  possible  ....  Hospice  exists 
in  the  hope  and  belief  that  through  appropriate  care  and  the  promotion  of  a caring 
community  sensitive  to  their  needs,  patients  and  families  may  be  free  to  attain  a 
degree  of  mental  and  spiritual  preparation  for  death  that  is  satisfactory  to  them 
(National  Hospice  Organization  1981). 

Hospice  care  either  in  the  home  or  in  a facility  should  be  available  to  the  end-stage 
AIDS  patient.  Government  agencies  and  private  foundations  should  facilitate  the  devel- 
opment of  hospice  care  and  financially  support  efforts  to  fill  this  crucial  gap. 

^ Practical  Assistance  in  Activities  of  Daily  Living 

Many  of  the  needs  of  persons  with  HIV  disease  are  quite  prosaic,  and  involve  basic 
nutrition,  transportation,  and  personal  care.  As  noted,  the  episodic  nature  of  HIV  disease 
is  such  that  great  benefit  can  be  gained  from  care  received  outside  the  hospital,  in  the 
community  and  even  in  the  home.  However,  systems  of  financing  and  reimbursement  for 
health  care  tend  to  be  weighted  in  favor  of  institutionally  based  care,  making  it  difficult  to 
gain  access  to  even  some  of  these  most  basic  human  needs.  To  keep  those  with  HIV  disease 
out  of  the  hospital,  Medicaid  and  private  insurers  should  fund  adequate  home  health  aide 
services. 

Volunteer  efforts  to  provide  other  types  of  services  not  traditionally  provided  by 
government  or  insurers  need  to  be  supported  as  well.  In  many  cities  voluntary  and 
community-based  organizations  have  attempted  to  fill  this  gap.  "Buddy  systems”  pair 
persons  with  HIV  disease  and  volunteers  who  make  home  visits  and  help  do  chores  and 
errands.  In  some  cities  volunteers  deliver  meals  to  homebound  persons  with  HIV  disease 
in  programs  such  as  Seattle's  Chicken  Soup  Brigade  or  San  Francisco's  Open  Hand.  In 
other  cities,  congregate  meal  sites  have  been  established  to  provide  not  only  hot  meals, 
but  also  social  support,  counseling  and  clothing  distribution.  Compassionate  churches  and 
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synagogues  have  provided  a variety  of  assistance  to  their  members  and  the  families  of  their 
members.  Transportation  needs  are  often  met  by  volunteers.  In  some  locales,  persons 
with  HIV  disease  are  eligible  for  free  or  reduced  fares  on  public  transportation. 

Frequently  as  important  as  organized  volunteers  are  the  friends  and  families  of  those 
affected  who  provide  care,  often  in  heroic  proportions.  Whether  out  of  a sense  of  love  or 
loyalty,  the  countless  grandparents,  parents  and  siblings  who  bring  their  dying  grandchil- 
dren, children  or  sisters  and  brothers  into  their  homes  provide  an  immeasurable  quantity 
of  services.  When  a mother  and  child  are  affected  and  there  is  no  one  to  care  for  them 
and  the  uninfected  children,  it  is  often  a grandparent,  sibling,  aunt,  uncle  or  cousin  who 
steps  into  the  breach. 

Some  of  the  largest  gaps  in  the  continuum  of  care  exist  within  the  day-to-day  process 
of  living  with  HIV  disease.  Episodic  debilitation  can  leave  an  individual  utterly  helpless, 
unable  to  reach  the  next  room  one  day,  returning  to  normal  functioning  the  next.  A str''^'  gic 
commitment  to  home  care  by  government  and  private  industry  is  a necessity.  A co^-  . aid 
effort  to  drastically  increase  the  present  system  of  reimbursement  of  home  health  aiaes  and 
to  undergird  voluntary  organizations,  family  members  and  friends  willing  to  assist  in 
meeting  daily  living  needs  must  be  implemented.  This  will  enable  the  person  with  HIV 
disease  to  receive  appropriate  care,  maximize  the  likelihood  that  he  or  she  will  be  able  to 
be  productive  whenever  possible,  and  alleviate  the  burden  on  besieged  health  care 
institutions,  leaving  them  as  providers  of  last  resort. 

ft.  Substance  Use  Treatment 

Although  the  evidence  linking  substance  use  to  HIV  transmission  is  undeniable,  drug 
treatment  has  not  received  support  commensurate  with  its  importance  in  ending  the 
epidemic.  An  estimated  1.1  to  1.8  million  Americans  inject  illicit  drugs  regularly  or 
occasionally.  Intravenous  drug  users  (IVDUs)  have  accounted  for  28%  of  the  cumulative 
cases  of  AIDS  reported  to  CDC  among  adolescents  and  adults  as  of  December  31,  1990 
(including  heterosexual,  homosexual  and  bisexual  users). 

Many  policy  groups  have  called  for  a redoubled  commitment  to  drug  treatment  as  a 
critical  aspect  of  any  strategy  to  alter  the  course  of  the  HIV  epidemic  (Institute  of  Medicine 
1988;  Presidential  Commission  on  the  HIV  Epidemic  1988).  Drug  abuse  programs  funded 
by  the  federal  government  have  been  erroneously  weighted  in  favor  of  interdiction  and 
domestic  law  enforcement  at  the  expense  of  drug  treatment  and  prevention. 

The  Working  Group  believes  that  it  is  fundamentally  unjust,  as  well  as  unwise,  to  tell 
those  who  seek  treatment  for  drug  addiction  that  there  is  no  room;  but  then  tell  them  that 
the  taxpayers  are  willing  to  spend  thousands  of  dollars  a year  to  keep  them  in  jail. 

According  to  a recent  report  from  the  Congressional  Office  of  Technology  Assessment: 

[T\t  is  desirable  to  explore  a variety  of  settings  to  reach  [IV  drug  users],  such  as 
public  health  clinics,  free-standing  HIV  counseling  and  testing  programs,  correc- 
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tional  facilities,  and  health  care  facilities.  Opportunities  available  through  drug 
treatment  have  not  been  realized,  (emphasis  added)  (OTA  1990:8) 

The  OTA  report  also  notes  that  as  of  1989,  only  3.5%  of  HIV  testing  and  counseling 
sites  were  located  in  drug  treatment  centers;  in  New  York  City  only  13  out  of  713  drug 
treatment  centers  provide  HIV  counseling,  testing  and  partner  notification. 

The  Working  Group  heard  testimony  about  the  obstacles  to  receiving  treatment  imposed 
by  long  waiting  lists  and  financial  barriers.  To  have  an  impact  on  the  HIV  epidemic, 
treatment  programs  need  to  address  the  high  prevalence  of  multiple  drug  use  and  psychiatric 
problems,  as  well  as  an  array  of  social  needs.  As  with  many  other  medical  and  public 
health  interventions,  substance  use  programs  are  not  always  completely  successful. 
Success  may  depend  on  the  drug  in  question,  the  length  of  use,  the  type  of  treatment 
employed,  and  a variety  of  characteristics  of  the  individual  user.  In  any  case,  drug 
treatment  presents  the  opportunity  to  learn  about  avoiding  HIV  transmission  while  gaining 
access  to  the  broader  network  of  HIV  related  services. 

There  must  be  a renewed  commitment  to  drug  treatment,  with  specific  attention  to  the 
development  of  care  relevant  to  those  with  HIV  disease.  High  quality  HIV  education  needs 
to  be  an  integral  component  of  all  drug  treatment  programs.  States  should  consider  making 
this  an  explicit  requirement  of  licensure. 

2,  Comprehensive  Mental  Health  Care 

For  people  living  with  HIV  disease,  the  stresses  of  facing  a debilitating  and  possibly 
terminal  illness  are  compounded  by  the  social  stigma  that  is  still  attached  to  the  disease. 
Sometimes  shunned  by  family,  friends,  and  caregivers,  persons  with  HFV  disease  seek  a 
community  of  inclusion  and  need  help  and  understanding  to  counter  the  resulting  isolation. 
No  one  should  have  to  face  HIV  disease  alone. 

The  psychological  needs  of  those  who  face  HIV  disease  are  enormous.  The  trauma  is 
particularly  acute  because  HIV  disease  often  strikes  in  the  prime  of  life.  The  discrimination 
that  accompanies  HFV  disease  coupled  with  the  stigma  of  homosexuality  or  IV  drug  use 
may  contribute  to  the  extreme  social  isolation  mentioned  above.  Those  unable  to  work 
and  provide  for  their  families  face  special  emotional,  as  well  as  practical,  hardships. 
Women  with  HFV  disease  who  serve  in  traditional  roles  as  caregivers  for  families  may 
have  unique  needs.  They  must  often  struggle,  with  little  outside  help,  to  keep  families 
together.  Mothers  of  children  with  HFV  disease  are  often  sick  themselves  and  can  overlook 
their  own  needs  as  they  fight  to  obtain  care  for  their  children. 

Counseling  concerning  matters  of  sexuality  and  intimacy  may  also  be  necessary.  The 
specter  of  HIV  disease  may  prove  equally  stressful  to  the  sexual  partner  of  an  HIV-positive 
individual.  Caregivers  must  recognize  the  continued  need  for  sexual  expression  and 
intimacy,  and  that  the  need  to  limit  sexual  activities  and  substitute  safer  sexual  behaviors 
may  pose  emotional  difficulties. 
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Counseling  and  psychological  support  services  should  be  available  to  meet  these  varied 
needs.  Professional  care  has  the  potential  to  enhance  the  coping  mechanisms  necessary 
for  daily  living.  Such  services  will  facilitate  other  facets  of  care  and  increase  the  likelihood 
that  counseling,  education  and  prevention  efforts  will  be  successful. 

Counseling  and  psychological  support  is  also  necessary  for  health  care  professionals, 
volunteers,  family  members  and  loved  ones  who  care  for  persons  with  HIV  disease. 
Caregivers  may  feel  overwhelmed  and  powerless  when  they  are  unable  to  offer  any 
meaningful  cure  and  the  health  care  system  is  unresponsive  to  demonstrated  needs. 

Spiritual  Support  and  Bereavement 

Confronting  HIV  disease  involves  coping  with  illness  and  pain,  loss  and  death.  Many 
who  die  of  AIDS  do  so  only  after  months  or  years  marked  by  physical  and  emotional 
suffering.  HIV  disease  can  be  a catalyst  for  an  examination  of  the  very  meaning  of  life, 
death,  and  suffering. 

As  well  as  comforting  those  who  face  terminal  illness,  spiritual  counseling  can  also 
support  those  who  are  left  behind.  Jon  Fuller,  a physician  and  Roman  Catholic  priest, 
shared  with  the  Working  Group  the  following  insights  born  of  his  unique  dual  perspective: 

As  an  AIDS  clinician  in  San  Francisco  and  Boston,  I have  had  many  clients,  often 
without  formal  religious  affiliation,  who  have  manifested  an  intense  desire  for 
contact  with  pastoral  personnel  to  assist  them  in  dealing  with  the  spiritual  challenges 
that  HIV  infection  presents  them  ....  (Jit  is  as  important  for  clients  to  be  able 
to  develop  ongoing,  long  term  relationships  with  their  pastoral  providers  as  it  is  to 
do  so  with  their  clinicians.  Both  relationships  are  commitments  that  will  hopefully 
be  maintained  through  all  stages  of  HIV-related  illness,  quite  often  including  the 
client’s  death.13/ 

A cadre  of  spiritual  counselors,  attuned  to  the  needs  of  persons  with  HIV  disease  and 
able  to  deal  sensitively  with  sexuality,  homosexuality,  drug  use,  chronic  illness,  terminal 
illness  and  cultural  differences  is  needed  to  meet  the  needs  of  people  with  HIV  infection. 
As  with  health  care  professionals,  the  clergy  need  special  training  and  may  themselves 
experience  stigma  in  working  with  people  with  HTV  disease.  With  regard  to  this  Dr.  Fuller 
had  these  suggestions: 

[I]t  is  critical  that  pastoral  providers  be  given  their  appropriate  place  on  the  AIDS 
care  team.  Unless  there  is  a consensus  that  comprehensive  AIDS  care  programs 
should  make  a variety  of  pastoral  services  available  . . . financial  support  and 
physical  space  will  never  be  forthcoming.  14/ 

The  Working  Group  believes  that  spiritual  counseling  can  be  a critical  component  of 
a continuum  of  care  and  should  be  available  to  all  who  seek  it.  Spiritual  counseling  should 
be  supported  not  only  in  the  hospital  setting,  but  also  in  the  outpatient  and  home  care 
environment.  Training  programs  for  the  clergy,  whether  based  in  hospitals  or  graduate 
schools,  should  include  curricula  designed  to  prepare  trainees  to  care  for  people  living 
with  HIV  disease. 
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lY.  CHALLENGES  TO  EFFECTIVE  SERVICE  DELTVHRY 

A.  I^ck  of  Planning  and  Fragmentation  of  Services; 

If  the  needs  created  by  HIV  disease  are  varied  and  numerous,  so  too  are  the  challenges 
in  meeting  them.  There  are  not  enough  trained  staff  to  offer  HIV-related  care,  too  few 
educational  programs  to  keep  physicians  abreast  of  new  developments,  not  enough 
laboratories  equipped  for  accurate  monitoring  of  HIV  disease,  and  not  enough  places  to 
go  for  care-forcing  many  to  rely  on  public  hospital  emergency  rooms  too  late  in  the  course 
of  illness. 

During  the  Working  Group's  many  visits  around  the  nation,  some  characteristics  of 
communities  which  dealt  successfully  with  these  challenges  became  apparent.  Although 
those  communities  which  devoted  the  most  resources  had  the  greatest  success,  there  were 
also  differences  in  how  the  communities  used  the  resources  they  had  available.  The 
Working  Group  found  that  leadership  and  planning  were  the  two  essential  ingredients  in 
the  successful  utilization  of  resources  to  meet  the  type  of  needs  listed  above. 

The  response  to  HIV  disease  thus  far  has  resembled  a shell  game.  It  is  difficult  to 
identify  any  sector  of  the  health  care  delivery  system  willing  to  shoulder  the  ultimate 
responsibility  for  delivering  and  paying  for  necessary  care.  Private  insurers  are  not  ready 
to  bear  the  full  burden  and  public  programs  fail  to  fill  in  the  gap.  In  some  cases,  dollars 
and  personnel  earmarked  for  clinical  research  have  had  to  be  pressed  into  service  to  create 
health  care  delivery  infrastructures  where  none  previously  existed. 

Leadership  is  essential  in  guiding  us  out  of  this  morass.  Leadership  entails  developing 
a vision  of  the  response  needed  to  meet  the  challenge  of  the  HFV  epidemic  within  a 
particular  community,  developing  a plan  to  realize  it,  and  accepting  responsibility  for  its 
fulfillment.  Leadership  also  provides  the  visible  affirmation  of  the  inclusion  of  people 
with  HFV  disease  in  the  community.  Where  a true  spirit  of  community  exists,  even  limited 
resources  can  be  stretched  to  meet  a great  need. 

Planning  is  also  key,  in  part,  because  of  the  wide  regional  variation  in  the  impact  of 
HIV  disease.  The  incidence  and  prevalence  of  HIV  infection  varies  across  the  country, 
as  do  resources  and  the  proportion  of  HIV  disease  cases  which  come  from  different  risk 
activities. 

Our  society's  impaired  vision  is... demonstrated  in  the  fact  that  so  few  communities 
are  actively  planning  for  the  social  and  health  services  that  will  be  needed  when 
AIDS  reaches  third  and  fourth  wave  cities.  Their  failure  to  prepare  means  that 
these  towns  will  forever  be  in  a neglectful  posture.I5/ 

Planning  efforts  can  help  avoid  the  shell  game  and  identify  the  agencies,  institutions, 
and  sectors  of  society  responsible  for  coordinating,  delivering  and  paying  for  services. 
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Government  planning  must  also  address  the  provision  and  coordination  of  ambulatory 
care  for  people  with  AIDS  and  large  numbers  of  new  patients  with  HIV  disease.  Planning 
must  also  address  the  training  of  staff  and  contribute  to  rational  decisions  about  which 
medical,  psychological,  social,  and  health  care  services  are  to  be  offered  and  where.  Early 
preventive  primary  care  offers  the  opportunity  not  only  to  inhibit  symptomatic  illness,  but 
also  to  integrate  prevention  strategies  with  treatment  to  alter  the  course  of  the  epidemic. 
Ultimately  these  services  benefit  all  of  society. 

Another  serious  challenge  to  communities  is  the  rapidly  growing  number  of  AIDS  cases 
occurring  among  racial  and  ethnic  minorities.  Unfortunately,  there  are  still  too  few  service 
providers  who  speak  languages  other  than  English.  Nor  is  simply  "speaking  the  language" 
enough.  As  Luis  Puentes  of  Houston's  AVES  (Amigos  Volunteers  in  Education  and 
Service)  testified,  a single  program  created  as  an  afterthought  for  Hispanics,  by  simply 
translating  English  materials  into  Spanish,  will  not  suffice.  Programs  for  Hispanics  must 
take  account  of  native  countries  and  cultures  of  origin,  the  degree  of  acculturation,  and 
nuances  of  language  and  communication.  In  order  to  address  these  issues  successfully, 
programs  should  be  developed  with  the  ongoing  input  of  representatives  of  the  communi- 
ties. State  and  local  public  health  agencies  and  health  care  providers  need  to  establish 
relationships  with  these  minority  communities,  and  those  at  risk,  as  part  of  "business  as 
usual." 

People  with  HIV  disease  are  often  an  untapped  resource  in  planning  efforts.  Their 
participation  can  ensure  that  any  plan  which  is  developed  is  relevant  to  the  needs  of  those 
it  is  intended  to  serve.  Members  of  the  Working  Group  have  often  met  one-on-one  with 
persons  living  with  HIV  disease  in  their  homes  or  communities.  These  meetings  have 
afforded  an  opportunity  to  compare  the  views  of  people  in  need  of  services  with  testimony 
from  providers  and  government  officials.  The  perspective  of  individuals  living  with  HIV 
disease  is  essential  to  understanding  what  direction  we  should  take  in  planning.  After  all, 
who  knows  more  about  HIV  disease  than  people  who  are  living  with  it?  Who  knows  better 
the  peculiar  prejudices  of  the  community?  In  many  parts  of  the  country,  people  with  HIV 
disease  also  fulfill  important  roles  as  volunteers,  as  consultants,  and  as  members  of  the 
boards  of  directors  of  various  local  community-based  organizations. 

A variety  of  consortia  have  also  formed  to  coordinate  the  resources  of  a panoply  of 
HIV  service  providers  and  interest  groups  within  communities.  In  some  cases,  a single 
agency,  such  as  a local  or  state  health  department  takes  the  lead.  Often  this  is  the  group 
best  suited  to  investing  the  resources  necessary  to  foster  meaningful  coordination.  Other 
forms  of  cooperation,  with  various  configurations  of  local  and  state  agencies,  philanthropic 
organizations,  care  providers,  and  community-based  organizations,  have  been  formed  to 
respond  to  HIV.  Written  agreements  defining  working  relationships  may  help  to  ensure 
that  true  collaboration  occurs  and  accountability  exists. 

Top  government  leaders,  elected  and  appointed,  must  vigorously  support  the  planning 
effort  and  find  ways  of  demonstrating  their  commitment.  Providing  local  discretionary 
funds,  participating  in  or  directing  planning  efforts,  and  making  supportive  public 
pronouncements  are  excellent  ways  of  visibly  demonstrating  government  support. 
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E,  Personnel  and  Human  Resources 


Personnel  and  human  resource  issues  are  at  the  heart  of  the  nation's  efforts  to  deal  with 
the  HFV  epidemic.  The  Working  Group  heard  testimony  on  the  need  for  well-trained, 
experienced,  and  sensitive  health  care  and  social  service  professionals  and  volunteers  to 
meet  the  needs  of  persons  with  HFV  disease.  In  the  following  section  the  Working  Group 
will  look  specifically  at  the  role  of  volunteers  in  giving  suppport  to  individuals  with  HFV 
disease  and  in  lightening  the  burden  carried  by  professional  care  givers. 

Volunteers  provide  many  hours  of  uncompensated  labor  on  behalf  of  people  living  with 
HFV  disease;  labor  that  if  reimbursed  by  private  insurers  or  provided  at  public  expense 
would  cost  millions  of  dollars.  In  some  communities  the  most  vigorous  response  to  the 
HFV  epidemic  has  come  from  volunteer  organizations.  These  organizations  are  facing 
fiscal  crises  that,  in  many  cases,  threaten  their  continued  existence  at  a time  when  the  need 
for  their  services  is  growing. 

The  efforts  of  volunteers  represent  more  than  the  dollar  value  of  their  services.  They 
symbolically  represent  the  response  of  the  community.  That  someone  from  the  community 
cares  enough  to  help  is  often  as  important  to  the  person  with  HFV  disease  as  the  actual  help 
provided.  Many  fear  isolation  more  than  death  and  the  friendly  volunteer  may  mean  more 
than  the  most  potent  drug.  Volunteers  also  help  represent  the  community  in  the  manage- 
ment and  planning  of  care.  Volunteers  also  provide  fresh  insights  and  support  to  often 
exhausted  caregivers. 

To  orchestrate  volunteer  efforts,  a core  of  paid  staff  is  essential,  as  are  community- 
based  and  volunteer  org^izations  with  solid  infrastructures  and  secure  funding  streams. 
Much  of  the  funding  available  from  local,  state,  and  federal  sources  has  been  on  a 
competitive  grant  basis  with  limited  objectives  and  goals.  It  requires  enormous  time  and 
energy  for  health  care  providers  to  constantly  apply  for  grant  funding.  This  type  of  funding 
also  creates  instability  in  the  disbursement  of  services  as  it  is  provided  and  received 
sporadically. 

The  demise  of  the  National  AIDS  Network  (NAN),  an  umbrella  group  of  community- 
based  and  voluntary  AIDS  organizations,  has  left  a considerable  vacuum.  NAN  played 
an  important  role  in  supporting  voluntary  efforts  by  providing  a forum  for  the  sharing  of 
resources,  experiences,  and  technical  assistance.  HIV  disease  is  now  the  only  major 
disease  without  a national  voluntary  health  agency  to  provide  a forum  where  caregivers, 
researchers,  persons  affected  and  members  of  the  community  can  all  work  together. 

It  is  clear  that  voluntary  efforts  are  essential  to  the  success  of  any  plan  to  confront 
AIDS.  Voluntary  efforts  can: 

• Serve  to  advocate  for  the  person  with  HIV  disease; 

• Establish  mechanisms  so  that  those  with  common  problems  can  assist  each  other 
in  finding  solutions; 
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• Provide  technical  assistance  particularly  to  fledgling  organizations  serving  the 
needs  of  minority  communities; 

• Maintain  public  and  professional  awareness  of  national,  regional,  local  and 
individual  needs  related  to  HIV  disease;  and 

• Maintain  a national  awareness  of  the  deficiencies  in  the  delivery  of  services, 
education,  research,  and  prevention,  helping  to  provide  those  services  on  a pilot 
basis  until  public  resources  can  be  obtained. 

Continued  and  increased  government  and  private  support  of  voluntary  and  community- 
based  organizations  is  critical  if  volunteers  are  to  continue  meeting  the  needs  of  growing 
numbers  of  persons  with  HIV  disease.  Fledgling  organizations  established  more  recently 
to  address  the  needs  of  minority  communities  may  require  special  technical  assistance  and 
financial  support.  Where  the  appropriate  governmental  entity  is  unable  or  unwilling  to 
assume  responsibility  for  planning  and  coordination,  voluntary  and  community-based 
organizations  should  coordinate  local  efforts  to  avoid  needless  duplication  and  support  the 
creation  of  mechanisms  to  provide  national  volunteer  leadership,  technical  assistance,  and 
resource  sharing.  Volunteer  efforts  are  too  important  to  be  firagmentary  and  competitive. 

Stigma  and  Discrimination 

Stigma  associated  with  HIV  disease  and  the  potentially  disastrous  social  consequences 
that  sometimes  ensue  if  others  find  out  about  a person's  HIV-infection  status  continue  to 
pose  a challenge  for  effective  service  delivery  (Blendon  and  Donelan  1988).  The  very  real 
fears  of  the  social  consequences  of  discovery  include  the  loss  of  employment  and  related 
health  insurance,  as  well  as  the  loss  of  other  social  service  benefits.  Fears  of  HIV 
disease-related  discrimination  are  prominent  among  gays  and  people  of  color,  as  homo- 
phobia and  racism  continue  to  shape  many  people's  attitudes  toward  persons  with  HFV 
disease. 

To  limit  discriminatory  acts  that  might  deprive  them  of  liberties  and  services  otherwise 
guaranteed  them,  many  individuals  with  HIV  disease  have  chosen  to  share  information 
about  their  status  with  only  a close  circle  of  family,  friends,  and  care  providers.  Yet 
confidentiality  may  be  difficult  to  maintain.  In  various  institutional  settings  administrative 
provisions  to  protect  information  in  medical  and  reimbursement  records  are  woefully 
inadequate. 

A number  of  individuals  testified  before  the  Working  Group  about  the  heightened 
importance  of  confidentiality  and  discrimination  protections  if  more  people  are  going  to 
be  encouraged  to  seek  out  testing,  frequent  monitoring,  and  medical  care  even  before 
symptoms  develop.  Even  if  an  individual  with  HFV  disease  is  healthy  or  only  has  mild 
symptoms,  it  is  difficult  to  maintain  confidentiality  when  receiving  regular  medical  care. 
Information  about  the  social  and  legal  ramifications  of  disclosing  a person's  HFV  disease 
has  been  incorporated  into  the  protocols  and  consent  forms  within  the  Alternative  Test  Site 
system.  Such  information  should  be  an  integral  part  of  the  consent  process  at  all  sites 
where  testing  and  counseling  occurs. 
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In  order  to  prevent  unauthorized  or  discriminatory  use  of  information  regarding  HIV 
disease,  legislation  has  been  adopted  at  various  levels  of  government.  In  particular,  such 
legislation  has  prohibited  restrictions  on  access  to  health  care,  housing,  employment, 
education,  insurance  or  public  services  based  on  HIV  disease  (Gostin  1990).  There  is 
considerable  variation  in  the  degree  of  coverage  offered  in  each  state. 

The  Working  Group  was  heartened  by  the  passage  of  the  Americans  with  Disabilities 
Act,  which  was  signed  into  law  by  President  Bush  on  July  26,  1990.  The  Act  extends 
federal  protection  against  discrimination  on  the  basis  of  HTV  disease  to  the  private 
workplace.!^  Despite  these  gains,  the  Working  Group  believes  that  it  continues  to  be 
important  for  individuals  undergoing  HIV  counseling  and  testing  to  learn  about  the  potential 
social  and  legal  ramifications  of  learning  one's  HIV  antibody  status,  regardless  of  the 
setting  in  which  the  information  is  imparted.  Even  the  most  powerful  legal  sanctions 
against  discrimination  are  of  little  avail  for  people  with  AIDS  who  may  be  too  debilitated 
to  press  their  claims  in  the  time  the  law  allows. 

The  history  of  discrimination  against  persons  with  HIV  disease  is  all  the  more  reason 
not  to  abandon  long-standing  principles  of  confidentiality  of  medical  information.  As 
Marie  St.  Cyr,  who  works  with  many  immigrant  populations,  told  the  Working  Group: 

[T]he  population  we  see  has  a limited  understanding  of  the  test,  limited  under- 
standing of  the  result Their  fear  of  deportation,  coupled  with  language  barriers 

and  other  social  factors  in  their  own  communities,  further  hinder  their  ability  to 
cope  and  deal  with  an  HIV  positive  test.12/ 

People  will  be  more  likely  to  seek  counseling  and  testing  services  if  they  can  trust  that 
test  results  will  never  be  used  against  them. 

Education  remains  the  best  prophylaxis  against  the  ignorance  that  breeds  discrimina- 
tion. However,  where  discrimination  occurs,  the  remedies  available  should  be  pursued 
vigorously.  The  Working  Group  encourages  strict  and  rapid  enforcement  to  give  substance 
to  the  spirit  of  the  Americans  with  Disabilities  Act.  State  and  local  laws  against 
discrimination  must  be  vigorously  enforced.  Where  such  laws  do  not  exist  or  where  they 
are  weak,  they  must  be  established  and  strengthened. 


A.  Inadequacy  and  Instability  of  Funding  Sources 

HIV  disease  is  providing  a significant  opportunity  for  rethinking  how  health  care  is 
delivered  and  paid  for  in  this  country.  As  with  other  health  care  in  the  U.S.,  access  to 
HIV-related  care  depends  largely  upon  the  ability  to  pay.  Those  with  the  means  or  private 
insurance  coverage  are  more  likely  to  receive  adequate  care  than  those  who  must  rely  on 
Medicaid  coverage  or  those  who  have  no  insurance  at  all.  As  one  witness  told  the  Working 
Group: 
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[AIDS]  has  created  a sobering  reality  that  health  care  is  indeed  rationed  in  this 
country.  Only  the  rich  can  afford  it.  Only  the  employed  can  attain  it.  And  only 
the  educated  can  exploit  it.  Everyone  else-those  who  need  it  the  most-are  left 
without  it.lS/ 

America's  health  care  system  is  perhaps  best  equipped  to  respond  to  episodic,  acute 
medical  problems  in  institutional  settings.  Long-term,  out-of-hospital  care  has  not  been 
extensively  developed,  nor  is  it  well  financed-sources  of  payment  are  highly  fragmented 
and  generally  insufficient.  In  recent  decades  an  increasing  share  of  the  burden  for  such 
programs  has  been  shifted  from  the  federal  government  to  the  states. 

A significant  response  to  the  lack  of  out-of-hospital,  coordinated  community  care  for 
people  with  HIV  disease  has  been  through  the  AIDS  Health  Services  Program  of  the  Robert 
Wood  Johnson  Foundation  (RWJ).  The  program  was  begun  in  1986  with  grants  to  nine 
urban  and  suburban  communities  to  promote  what  had  come  to  be  known  as  the  "San 
Francisco  model,"  i.e.  community-based  systems  of  care  devoted  to  minimizing  the  need 
for  in-patient  hospital  stays. 

The  most  prominent  program  in  the  federal  sector  has  been  the  AIDS  Services 
Demonstration  Grant  Program  administered  by  the  Health  Resources  and  Services  Ad- 
ministration (HRSA).  Like  the  RWJ  efforts,  the  HRSA  program  has  been  designed  to 
foster  development  of  comprehensive  systems  of  care,  with  an  emphasis  on  a continuum 
of  care.  HRSA  began  with  demonstration  programs  funded  in  four  cities  particularly  hard 
hit  by  HIV  disease-New  York,  San  Francisco,  Los  Angeles,  and  Miami  (SysteMetrics 
1989).  The  Robert  Wood  Johnson  and  HRSA  projects  have  played  key  roles,  both  in 
providing  needed  services  and  in  supplying  a mechanism  for  securing  cooperation  among 
a wide  range  of  health  care  providers  and  community-based  organizations.  The  prospect 
of  funding  support  brings  players  to  the  table  who  otherwise  might  not  work  together. 

The  foundation-funded  and  HRSA  projects  have  mostly  been  demonstration  projects, 
with  funds  earmarked  for  finite  periods  of  only  a few  years  duration.  Representatives  from 
a number  of  voluntary  and  community  agencies  testified  about  the  challenge  of  maintaining 
decent  levels  of  services  in  the  face  of  burgeoning  numbers  of  cases  of  HIV  disease  and 
the  looming  recession. 

The  "demonstration"  nature  of  funding  for  AIDS-related  services  has  impeded  long- 
term planning,  continuity,  and  growth.  While  the  search  for  better  modes  of  delivering 
care  continues,  it  is  important  not  to  lose  sight  of  growing  needs.  Competent  staff  cannot 
be  recruited  and  retained  when  grant  cycles  are  short  and  continued  funding  uncertain. 
Efficient  systems  will  not  be  put  in  place  if  there  is  no  assurance  that  funding  will  continue. 
Leaders  and  caregivers  are  not  able  to  plan  if  they  are  constantly  struggling  to  simply 
maintain  the  same  level  of  services  with  fewer  dollars  for  more  and  more  sick  people. 
Volunteers  cannot  be  motivated  if  the  minimal  support  they  receive  is  constantly  at  risk. 
According  to  Don  Schmidt,  a person  living  with  AIDS  and  health  policy  consultant: 

The  community-based  response  to  the  epidemic  has  filled  some  of  these  gaps  and 
provided  an  innovative  model  for  a client-based  continuum  of  care,  but  many  of 
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these  voluntary  agencies  and  networks  are"  increasingly  overwhelmed  and  under- 
funded. They  require  major  infusions  of  funding  from  the  public  sector  to  sustain 
this  critical  component  of  HIV  care.12/ 

The  Ryan  White  Comprehensive  AIDS  Resources  Emergency  (CARE)  Act  of  1990, 
signed  into  law  by  President  Bush  on  August  18,  1990,  will  fill  some  of  these  finance  gaps. 
However,  although  the  legislation  was  overwhelmingly  supported  by  Congress,  it  has  been 
appropriated  at  a level  far  short  of  what  had  originally  been  anticipated  - far  short  of  what 
is  needed  by  those  who  are  struggling  to  live  with  HIV  disease. 

Despite  the  funding  shortfall,  the  principles  embodied  in  the  Act  are  commendable, 
and  the  new  mechanisms  designed  to  allocate  the  funds  are  a significant  first  step  in 
overcoming  the  barriers  to  access  identified  in  this  report.  The  Ryan  White  CARE  Act 
calls  for  the  federal  government  to  form  partnerships  with  local  and  state  governments  and 
community-based  organizations  for  the  provision  of  HIV-related  care  and  services.  The 
Act  provides  localities  with  new  mechanisms  of  financing  out-patient  care  for  people  with 
HIV  disease. 

The  first  of  four  titles  of  the  Act  provides  "disaster  relief  funding  to  the  sixteen  hardest 
hit  areas.2i)/  For  these  local  communities,  the  challenge  is  to  plan  and  develop  compre- 
hensive care  systems  that  build  upon  existing  networks  of  service  providers.  To  meet  this 
challenge,  the  Act  provides  for  the  establishment  of  local  "Health  Services  Planning 
Councils"  to  assess  priorities  for  use  of  CARE  funds.  The  Working  Group  hopes  that  this 
report  will  assist  those  Planning  Councils  to  meet  the  needs  of  their  communities. 

Resource  Allocation  Considerations 

Despite  the  implementation  of  the  Ryan  White  CARE  Act,  there  are  not  nearly  enough 
funds  to  meet  growing  needs.  Moreover,  organizations  devoted  to  caring  for  persons  with 
HIV  disease  are  now  facing  the  added  burden  of  early  intervention  needs.  According  to 
Warren  Buckingham: 

Expecting  quality  social  intervention  for  asymptomatic  persons  from  three-to 
five-year  old  community  based  agencies  reeling  under  the  pressure  of  50  to  1(X) 
percent  annual  increases  in  demand  for  their  existing  services  will  be  equally 
devastating  to  the  fragile  HIV  care  structure  (Buckingham  1990:6). 

For  some  agencies  the  stresses  have  resulted  in  unacceptable  case  loads  for  staff.  In 
some  instances,  services  that  were  once  provided  in  person  are  provided  over  the  phone 
or  less  frequently.  The  tradeoffs  between  meeting  the  needs  of  the  sick  and  dying  and 
others  who  might  benefit  from  interventions  while  still  relatively  healthy  pose  excruciating 
dilemmas.  As  Mr.  Buckingham  warned: 

The  temptation  to  shift  resources  from  existing  services  designed  for  the  seriously 
ill  because  early  intervention  has  a current  cachet  must  be  resisted.  No  decline  in 
the  number  of  devastatingly  ill  and  needy  men,  women,  and  children  now  served 
by  community  organizations  is  predicted  or  should  be  anticipated.  As  an  optimal 
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early  intervention  role  for  social  service  organizations  is  being  examined,  resources 
to  implement  that  expanded  role  must  also  be  identified  (Buckingham  1990:6). 

Unless  more  funds  become  available  soon,  the  hard  choices  imposed  because  of 
resource  constraints  will  become  even  more  painful.  This  is  the  way  a Mississippi  health 
department  official  described  those  concerns: 

The  Department  currently  has  23  PWAs  receiving  AZT  now  and  36  on  the  [waiting] 
list.  Last  week,  we  received  word  that  continued  addition  to  the  list  may  no  longer 
be  possible.  I don't  know  what  is  worse-to  tell  someone  they  are  number  27  on 
a waiting  list  of  36  or  to  tell  them  we  are  no  longer  accepting  names  for  the  waiting 
list ....  [Tjhese  individuals  know  that  there  are  a couple  of  ways  to  move  up  on 
the  list-either  someone  has  qualified  for  medical  assistance  or  . . . someone  has 
died.21/ 

Developing  Coordinated  Care  Models:  Who  is  Responsible? 

There  have  been  a number  of  attempts  to  develop  models  of  integrated  care  and  to 
promote  new  ways  to  organize  and  finance  care.  We  can  look  to  systems  already  in  place 
for  lessons  on  how  to  proceed.  The  national  network  of  comprehensive  hemophilia  care 
centers  is  one  example  of  an  integrated  continuum  of  care  services.  These  are  usually 
hospital-based,  but  include  comprehensive  social  and  psychological  services,  often  in 
cooperation  with  community-based  local  chapters  of  The  National  Hemophilia  Foundation. 
Other  examples  come  from  systems  of  care  developed  to  meet  the  needs  of  the  mentally 
ill  or  frail  elderly. 

Some  of  the  questions  regarding  the  coordination  of  care  concern  the  relationships 
among  agencies  and  the  philosophies  underlying  various  programs.  HIV  disease  has  been 
a catalyst  for  rethinking  the  role  of  various  sectors  of  the  health  care  and  public  health 
system  in  providing  for  health  care  and  social  services.  Once  an  individual  is  found  to 
have  HIV  disease  and  needs  the  further  diagnostic  and  monitoring  services  described 
earlier,  which  sector  of  the  health  care  delivery  system  is  responsible? 

One  sector  of  the  health  care  system  faced  with  an  identity  crisis  in  the  wake  of  HIV 
disease  is  the  public  health  establishment.  Historically,  the  mission  of  local,  state,  and 
federal  public  health  agencies  has  been  largely  in  the  areas  of  epidemiology,  disease 
surveillance,  health  education  and  promotion.  But  where  should  "public  health"  leave  off 
and  "health  care"  begin?  The  question  is  particularly  troublesome  where  the  health  care 
system  is  not  healthy,  not  caring  and  non-existent.  Increasingly,  the  public  health  system 
is  becoming  a provider  of  direct  health  care  services,  a system  of  outreach  to  people  in 
need,  and  ultimately  a "guarantor,"  or  provider  of  last  resort,  for  those  with  no  other 
resources. 
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The  Working  Group  heard  testimony  about  the  burgeoning  number  of  AIDS  cases  in 
areas  already  hard  hit  by  the  epidemic.  In  "second  and  third  wave"  areas,  many 
communities  are  just  beginning  to  feel  the  impact  of  the  HIV  epidemic.  The  skyrocketing 
number  of  AIDS  cases,  coupled  with  the  prospects  of  early  intervention  for  upwards  of  a 
million  HIV  infected  individuals  who  are  not  yet  sick,  is  stretching  the  limits  of  what 
providers  can  do  in  an  era  of  budget  constraints. 

When  an  earthquake  devastated  San  Francisco  not  too  long  ago,  billions  of  dollars  of 
federal  disaster  relief  were  forthcoming  within  days.  When  earthquakes,  hurricanes,  or 
floods  strike,  state  and  local  governments  are  not  expected  to  shoulder  the  entire  burden 
of  protecting  public  health  and  restoring  property.  The  HIV  epidemic,  unlike  an 
earthquake  or  flood,  unfolds  slowly  and  inexorably.  Yet  it  is  no  less  a disaster  in  the  way 
it  wreaks  havoc  in  particular  cities  and  states.  HIV  disease  causes  undue  hardship  for 
certain  segments  of  the  population,  already  oppressed  by  poverty,  homophobia,  racism, 
and  sexism.  Confronting  this  tragedy  will  require  no  less  courage  and  wisdom  than  other 
disasters. 

Private  insurance  and  the  marketplace  for  health  care,  combined  with  charity  care,  are 
not  enabling  many  with  HFV  disease  to  obtain  needed  care.  Ultimately  it  is  the  responsi- 
bility of  the  federal  government  to  see  to  it  that  a continuum  of  care  is  available.  This  is 
not  to  say  that  the  federal  government  must  provide  all  the  care.  It  must,  however,  see  to 
it  that  when  the  pieces  of  the  puzzle  come  together-public  and  private,  local,  state,  and 
federal  sources  of  care-what  emerges  is  a picture  of  an  adequate  level  of  health  and  social 
services.  If  not,  the  federal  government  must  step  in  and  fill  in  the  gaps. 

Part  of  the  mechanism  for  the  federal  government  to  fulfill  its  responsibilities  exists  in 
the  principles  embodied  in  the  Ryan  White  CARE  Act  authorizing  legislation,  mandating 
cooperation  among  state  and  local,  public  and  private  agencies  as  a condition  for  the  receipt 
of  federal  funds.  Another  part  lies  in  HHS  regional  offices  where  the  needs  of  the  states 
in  each  region  can  be  articulated,  where  gaps  in  care  can  be  identified,  and  where  national 
programs  can  be  promoted  and  coordinated.  We  will  also  need  to  pay  close  attention  to 
an  expanded  role  for  federal  health  care  entitlement  programs. 

Unfortunately,  the  second  decade  of  HIV  disease  arrives  at  a time  of  economic  peril. 
However,  tough  times  should  not  cause  us  to  turn  away  from  our  responsibilities.  If  the 
true  test  of  government  is  how  it  treats  its  most  vulnerable  and  needy  citizens,  the  ultimate 
test  is  how  it  does  so  in  hard  times.  With  difficult  times  ahead,  the  care  of  people  living 
with  HIV  disease  cannot  be  allowed  to  take  a back  seat.  Advocates  for  people  with  HIV 
disease  must  not  be  lured  into  budget  debates  that  pit  worthy  causes  against  one  another, 
in  an  unseemly  battle  of  disease  lobbies.  Within  the  affected  communities,  the  prospects 
of  static  or  shrinking  budgets  must  not  be  allowed  to  divide  common  interests. 

The  federal  government  must  assume  the  ultimate  responsibility  for  assuring  that  people 
living  with  HIV  disease  have  access  to  the  continuum  of  medical,  psychological  and  social 
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services  described  in  this  report.  This  can  be  done  with  direct  federal  support,  or  by  the 
use  of  federal  funds  as  leverage  to  raise  state  and  local  monies  or  private  funds. 

Every  level  of  government-local,  state,  and  federal-must  be  held  accountable  for 
effective  and  humane  health  care  delivery.  The  patchworked,  ill-planned,  and  poorly 
implemented  system  of  care  that  now  exists  should  no  longer  be  tolerated.  Ultimately, 
our  system  of  health  care  is  only  limited  to  the  extent  of  our  willingness  to  care  for  one 
another. 
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